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Abstract

Background: Returning home after neurological hospitalization, rehabilitation, or special-
ist care transfers responsibility to patients, caregivers, and community services. We
mapped mechanisms and gaps across dementia/Alzheimer’s disease and related demen-
tias (ADRD), Parkinson’s disease (PD), multiple sclerosis (MS), and amyotrophic lateral
sclerosis (ALS). Methods: Following JBI guidance and PRISMA-ScR, eligibility was de-
rived using population—concept—context. We included empirical reports involving adults
with a target condition, a post-discharge, return-home, rehabilitation, telehealth, care-
giver, treatment, respiratory, or palliative continuity component, and post-transition pa-
tient, caregiver, service, safety, rehabilitation, equity, or implementation outcomes. Five
databases were searched through to 11 May 2026. Two reviewers independently screened
records; charting and classification were verified by R.S.C., A.C,, and A.Q. Results: Of
24,417 records, 69 reports were included: Dementia/ADRD, 28; PD, 10; MS, 9; and ALS,
22. Eighteen were core transition reports (26.1%), 14 return-home/community re-entry re-
ports (20.3%), 16 adjacent continuity reports (23.2%), and 21 companion/secondary reports
(30.4%). Dementia/ADRD provided discharge-anchored evidence; PD and MS mapped
functional carry-over; ALS mapped adjacent respiratory, telehealth, and palliative conti-
nuity. Conclusions: The main contribution is an operational cross-disease framework sep-
arating direct discharge, return-home, adjacent-continuity, and companion evidence
while linking mechanisms to disease-specific pathways. This framework maps disease-
specific functions, not comparative effectiveness. The proposed frameworks are author-
derived and hypothesis-generating. Future studies should use explicit anchors, standard-
ized outcomes, longer follow-up, and equity-sensitive implementation measures address-
ing caregiver workload, digital access, feasibility, and sustainability. They inform testable,
context-sensitive intervention designs for future neurological transition-care research and
practice.

Keywords: transitional care; post-discharge follow-up; continuity of care; selected chronic
neurological disorders; Parkinson’s disease; dementia; multiple sclerosis; amyotrophic
lateral sclerosis
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1. Introduction

Neurological disorders account for a major and increasing share of global health loss,
and many chronic neurological conditions require care trajectories that extend well be-
yond acute hospital treatment or specialist rehabilitation [1]. For people living with pro-
gressive or fluctuating neurological disability, the end of an inpatient episode does not
represent the end of clinical need. It often marks the point at which responsibility for med-
ication routines, rehabilitation exercises, functional adaptation, symptom monitoring,
equipment use, and service navigation shifts rapidly toward patients, families, primary
care, outpatient services, and community providers.

The transition from hospital, subacute care, specialist care, or inpatient rehabilitation
to home is therefore a clinically exposed interval. Information may be lost across services,
medication schedules may change, rehabilitation plans may be incompletely transferred,
and new functional limitations may become apparent only when the person resumes eve-
ryday activities. Transitional care has been conceptualized as a coordinated set of actions
intended to preserve continuity, safety, communication, and accountability when patients
move between settings [2,3]. In complex chronic illness, this process requires more than a
discharge letter. It involves anticipatory planning, medication reconciliation, caregiver
preparation, rehabilitation continuity, timely follow-up, and active linkage among spe-
cialist, primary-care, rehabilitation, and community services [4]. Hospital-initiated transi-
tional-care and readmission-prevention strategies may be beneficial in selected contexts,
but their effects vary according to population, intervention content, outcome selection,
and implementation environment [5,6].

For this review, the post-discharge transition is understood as a trajectory rather than
a single administrative event. Post-discharge follow-up refers to structured or inferable
clinical, rehabilitation, nursing, telehealth, caregiver-facing, or service-navigation contact
after discharge. Transitional care refers to a coordinated model designed to bridge settings
and responsibilities. Return home refers both to the physical discharge destination and to
the early period in which patients and caregivers re-establish daily routines, manage re-
sidual disability, and interact with services outside the institution. Community re-entry
refers to the broader process of resuming participation, self-management, social roles, out-
patient care, and community-based rehabilitation after discharge. These concepts overlap
but are not interchangeable; separating them is necessary to understand what each study
actually evaluates.

Parkinson’s disease (PD) exemplifies progressive neurodegenerative disability be-
cause motor and non-motor symptoms, cognitive and autonomic changes, dysphagia,
falls, medication complexity, and fluctuating function may compromise discharge readi-
ness and home stability [7,8]. Hospitalization adds risks of dopaminergic medication in-
terruption or mistiming, delirium, aspiration, mobility decline, comorbidity, and
polypharmacy [9]. Safe return home therefore requires accurate medication transfer, care-
giver education, rehabilitation continuity, falls prevention, and timely neurological sup-
port. Integrated patient-centred networks and remote follow-up may extend specialist
care, but depend on disease stage, digital access, infrastructure, and caregiver capacity
[10-12].

Dementia/Alzheimer’s disease and related dementias (ADRD) create a different but
equally complex transition-of-care challenge. Cognitive impairment, behavioural and
psychological symptoms, frailty, multimorbidity, communication barriers, and impaired
capacity for self-management can make discharge planning highly dependent on informal
caregivers and community services [13]. Reviews of hospital discharge procedures have
identified persistent gaps in continuity for people with dementia, especially when infor-
mation transfer, caregiver preparation, medication management, and post-discharge sup-
port are insufficiently specified [14]. Planned care transitions for persons with dementia
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have been described across heterogeneous models, including discharge planning, case
management, follow-up calls, caregiver-directed interventions, and multidisciplinary co-
ordination, but study populations, settings, intervention components, and outcome
measures differ substantially [15]. Medication management after discharge is particularly
caregiver-mediated, and dementia-specific interventions have addressed caregiver guid-
ance with variable depth and structure [16]. Evidence in this area therefore needs to be
interpreted through patient safety, caregiver burden, preparedness, service navigation,
proxy reporting, and continuity of responsibility after formal care ends.

MS is a chronic immune-mediated neuroinflammatory disease with neurodegenera-
tive features and long-term disability accumulation [17]. Its increasing global burden and
relapsing or progressive trajectories often require repeated contact with inpatient rehabil-
itation, outpatient neurology, community rehabilitation, home services, and self-manage-
ment support [18]. Although MS rehabilitation spans physical, cognitive, multidiscipli-
nary, and self-management domains, whether inpatient gains persist at home remains a
distinct transition question [19,20]. Studies of rehabilitation carry-over, home-based man-
agement, telerehabilitation, and remote coaching highlight post-discharge reinforcement,
fatigue management, functional carry-over, participation, and quality of life, while show-
ing that intervention targets and outcomes remain diverse [21-25].

Amyotrophic lateral sclerosis (ALS) provides a complementary transition pheno-
type. Rapidly progressive motor decline, respiratory compromise, dysphagia, communi-
cation loss, and dependence on assistive technologies can alter care requirements over
short intervals. Continuity therefore extends beyond a single discharge episode to re-
peated transitions involving home-based specialist input, non-invasive ventilation and
other respiratory support, nutritional management, caregiver training, telemonitoring,
palliative care, advance care planning, and end-of-life decision-making. Including ALS
allows the review to examine whether principles identified in more conventionally dis-
charge-anchored populations remain relevant when specialist, technological, and pallia-
tive support must be sustained across an evolving home-care trajectory.

PD, dementia/ADRD, MS and ALS were selected as a deliberately bounded set of
clinically consequential chronic neurological conditions rather than as an exhaustive rep-
resentation of neurological disease. Together, they span progressive neurodegenerative,
immune-mediated, rehabilitation-intensive, respiratory and palliative trajectories; fre-
quently require transfer from hospital, inpatient rehabilitation, skilled nursing, specialist
or multidisciplinary care to home and community settings; and make caregiver work,
medication or treatment continuity, rehabilitation carry-over, monitoring and escalation,
and service access central to safety. Preliminary scoping also indicated sufficient transi-
tion-related literature to permit cross-disease comparison. Other conditions, including
Huntington’s disease, atypical parkinsonism, epilepsy, stroke, traumatic brain injury, spi-
nal cord injury and generic frailty, were excluded to preserve conceptual coherence and
avoid adding disease pathways for which the preliminary corpus did not support stable
evidence classification.

Previous syntheses have examined important parts of this landscape, including hos-
pitalization risks and integrated care in PD [9,10], discharge procedures, planned care
transitions, and caregiver medication support in dementia [14-16], and multidisciplinary
rehabilitation or telerehabilitation in MS [19,20,23]. These reviews are informative but are
generally disease-specific, intervention-specific, or effectiveness-oriented. They do not
jointly map how discharge-anchored studies, return-home trajectories, rehabilitation
carry-over, remote continuity, caregiver work, respiratory support, and palliative conti-
nuity are distributed across chronic neurological conditions. Nor do they provide a cross-
disease framework for distinguishing direct transition evidence from adjacent continuity
research and overlapping companion reports.
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The literature also differs substantially in transition anchor, setting, study design,
comparator, follow-up duration, intervention content, and outcome definition. Given this
heterogeneity, a scoping review was considered more appropriate than a pooled effective-
ness synthesis because the objective was to map concepts, mechanisms, care models, and
evidence gaps rather than estimate a single comparative effect [26-32]. This mapping also
provides the preliminary work needed before future systematic reviews can test narrower
effectiveness questions with standardized outcomes, explicit transition anchors, and com-
parable follow-up periods. The objective of this scoping review was therefore to map pub-
lished evidence on post-discharge follow-up, transitional care, return-home support, re-
habilitation continuity, and community re-entry in adults with PD, dementia/ADRD, MS,
or ALS, while developing an evidence-classification framework and identifying cross-cut-
ting and disease-specific continuity mechanisms and gaps.

2. Materials and Methods

2.1. Review Design and Reporting Framework

A scoping review was selected because the objective was to characterize the breadth,
concepts, care models, and evidence gaps in a heterogeneous literature rather than esti-
mate a pooled intervention effect. The review was informed by the frameworks of Arksey
and O’Malley and Levac and colleagues, Joanna Briggs Institute (JBI) guidance, the Pre-
ferred Reporting Items for Systematic Reviews and Meta-Analyses Extension for Scoping
Reviews (PRISMA-5cR), PRISMA 2020, and recommendations for scoping-review extrac-
tion and presentation [26-35]. The protocol was developed a priori and registered on the
Open Science Framework (OSF) on 8 May 2026, before completion of final study selection,
charting, and synthesis. The OSF registration number is US27], and the registration record
is available at the following address: https://doi.org/10.17605/OSF.10/US27].

Meta-analysis, risk-of-bias-based exclusion, and certainty grading were not planned
because the evidence varied in disease population, transition anchor, setting, intervention
structure, comparator, follow-up period, outcome measurement, and implementation
context. Methodological features relevant to interpretation, including design, comparator
use, sample size, follow-up completeness, and reporting clarity, were charted descrip-
tively.

2.2. Population—Concept—Context Framework and Review Question

Eligibility and synthesis were organized primarily using the JBI population—concept—
context (PCC) framework. The population comprised adults or adult-dominant samples
with PD, dementia/ADRD, MS, or ALS, including mixed samples only when target-con-
dition data were separable or clearly predominant. The four conditions were treated as
selected chronic neurological populations with sufficient transition-related literature and
complementary continuity needs, not as a comprehensive list of neurological disorders.

The concept comprised post-discharge follow-up, transitional care, discharge plan-
ning, return-home support, rehabilitation continuity, home or community re-entry, case
management, telehealth or telerehabilitation, caregiver support, medication or treatment
continuity, integrated care, respiratory or nutritional continuity, palliative care continuity,
and advance care planning.

The context was a transition from acute hospital, inpatient rehabilitation, skilled
nursing or subacute care, specialist or multidisciplinary care, or another organized neu-
rological service to home, community, outpatient, primary-care, home-health, home-pal-
liative, or everyday-life settings. Comparator and outcome fields derived from the popu-
lation—intervention—comparator-outcomes (PICO) framework were retained only as aux-
iliary search and charting fields [36,37]. Comparator presence was recorded but was not
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required, and outcomes were mapped rather than used to restrict eligible study designs.
Detailed operational definitions and boundary rules are provided in Supplementary Table
S1.

The review question was as follows: What evidence has been published on the mod-
els, mechanisms, outcomes, and implementation features of post-discharge follow-up,
transitional care, return-home support, rehabilitation continuity, and home or community
re-entry for adults with PD, dementia/ADRD, MS, or ALS?

2.3. Eligibility Criteria

Eligibility criteria were defined a priori to ensure that included studies contributed
empirical evidence on continuity after an organized episode of neurological care, rather
than on general disease management alone. The criteria were applied to preserve the
broad mapping purpose of the review while maintaining a clear boundary between tran-
sition-relevant evidence and studies without a post-discharge, return-home, home-based,
outpatient, community-based, or care-continuity component. During screening, records
were retained when transition relevance was plausible and were excluded at full-text as-
sessment only when the target population, transition or continuity component, or post-
transition outcome could not be established with sufficient clarity. The proximity of each
study to a discharge or return-home pathway was subsequently handled through evi-
dence stratification rather than used as a narrow inclusion filter.

2.3.1. Inclusion Criteria

Eligible sources were peer-reviewed, English-language, full-text original articles re-
porting primary empirical data. We considered quantitative, qualitative, and mixed-
methods studies, including randomized and non-randomized trials, quasi-experimental
studies, prospective and retrospective cohort studies, before-after studies, observational
studies, implementation studies, feasibility or acceptability studies, and service evalua-
tions with empirical outcome data. No restriction was applied by publication year beyond
the final database search date.

Studies were eligible when they included adults or adult-dominant samples with
Parkinson’s disease, dementia/Alzheimer’s disease and related dementias, multiple scle-
rosis, or amyotrophic lateral sclerosis. Mixed neurological or mixed clinical samples were
considered only when data for at least one target disorder were reported separately or
when the eligible disorder was clearly predominant and directly relevant to the transition-
care question. Reports with within-disease overlap, such as advanced PD with probable
Parkinson’s disease dementia or ALS/MND/PLS/PMA samples, were classified according
to the dominant eligible disease population and main continuity mechanism; these fea-
tures are described in the population columns of the evidence tables. Dementia samples
had to represent Alzheimer’s disease or another related neurodegenerative dementia syn-
drome, such as dementia with Lewy bodies, Parkinson’s disease dementia, frontotem-
poral dementia, mixed neurodegenerative dementia, or another clearly specified primary
neurodegenerative dementia.

Eligible studies had to describe a post-discharge, return-home, home-based, outpa-
tient, community-based, or continuity-of-care component after hospital care, inpatient re-
habilitation, skilled nursing or subacute care, specialist care, multidisciplinary clinic care,
palliative care, or another organized neurological-care episode. The transition anchor was
coded as explicit when the report specified hospital discharge, inpatient rehabilitation dis-
charge, SNF/subacute discharge, specialist-care episode completion, or home-health ad-
mission after hospitalization. It was coded as inferable when timing, pathway description,
intervention start, follow-up schedule, or home/community destination clearly linked the
care model to an organized neurological-care episode. Home-based, remote, respiratory,
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nutritional, caregiver, or palliative continuity without a discrete or clearly timed discharge
point was retained when empirically relevant but classified as adjacent continuity evi-
dence rather than direct core transition evidence.

Studies also had to report at least one outcome, process measure, or empirically de-
scribed experience after the transition from organized care. Eligible outcomes included
patient-centred, caregiver-centred, rehabilitation, safety, service-use, feasibility, accepta-
bility, equity, implementation, respiratory, nutritional, palliative, or end-of-life outcomes.
Examples included readmission, emergency department use, adverse events, falls, medi-
cation or treatment errors, activities of daily living, mobility, walking capacity, fatigue,
participation, quality of life, caregiver burden, caregiver preparedness, caregiver strain,
satisfaction, adherence, service use, technology usability, implementation barriers, access
barriers, non-invasive ventilation adherence, symptom burden, advance care planning,
and place-of-care or place-of-death outcomes.

Companion or secondary reports from the same intervention program, registry, or
cohort were retained when they provided distinct information on mechanisms, outcomes,
implementation, follow-up, subgroups, or caregiver-related dimensions relevant to the
evidence map.

2.3.2. Exclusion Criteria

Studies were excluded when they did not include one of the target neurological dis-
orders or when eligible disease-specific data could not be separated from broader mixed
samples. Studies focused on stroke, traumatic brain injury, spinal cord injury, Hunting-
ton’s disease, epilepsy, generic frailty, non-neurological populations, or other non-target
conditions were excluded unless a target-disorder subgroup was separately extractable.
Dementia studies were excluded when the sample was limited to vascular dementia, post-
stroke dementia, vascular cognitive impairment, traumatic, infectious, metabolic, toxic,
psychiatric, or otherwise non-neurodegenerative cognitive disorders, unless a neuro-
degenerative dementia subgroup was clearly reported separately.

Studies were excluded when they focused only on inpatient care, inpatient rehabili-
tation, acute treatment, institutional care, or routine clinical monitoring without a post-
discharge, return-home, outpatient, home-based, community-based, caregiver-mediated,
rehabilitation-continuity, palliative-continuity, or service-coordination component. Rou-
tine outpatient follow-up was not sufficient for inclusion unless it was explicitly linked to
discharge, return home, home management, community re-entry, rehabilitation carry-
over, caregiver support, treatment continuity, or escalation planning.

Pharmacological, surgical, biological, respiratory-device, assistive-device, nutri-
tional, digital-device, or technology-efficacy studies were excluded when they evaluated
the efficacy of a treatment or device alone and did not include a care-continuity, service-
delivery, home-management, telemonitoring, caregiver-support, rehabilitation-aftercare,
or palliative care pathway. Studies limited to long-term nursing-home residence, residen-
tial care, inpatient hospice, or institution-only end-of-life care were excluded when no
home, outpatient, caregiver-mediated, or community-continuity pathway was described.

Non-original publications were excluded, including reviews, systematic reviews,
scoping reviews, meta-analyses, umbrella reviews, editorials, commentaries, letters, opin-
ion papers, protocols without results, conference abstracts, conference proceedings, the-
ses, dissertations, and book chapters. Paediatric-only studies, non-human studies, non-
English articles, inaccessible full texts, and reports lacking sufficient empirical information
to determine population eligibility, transition relevance, care component, or outcome rel-
evance were also excluded. Duplicate or overlapping reports were excluded when they
did not add distinct data beyond a more complete or more relevant publication from the
same study program.
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2.4. Information Sources and Search Strategy

Electronic searches were conducted in PubMed/MEDLINE, Web of Science Core Col-
lection, Embase, Scopus, and the Cochrane Library from database inception to 11 May
2026. The search strategy was developed iteratively through preliminary scoping of ter-
minology used in neurological transition care, rehabilitation-continuity, home care, tele-
health, and palliative care literature. Initial strategies were piloted before protocol regis-
tration to verify sensitivity and to identify disease-specific terminology. After protocol
registration, all database searches were updated and verified on 11 May 2026, before the
definitive evidence set and final synthesis were fixed.

Three broad disease-domain search strategies were used to reflect the structure of the
evidence base identified during preliminary scoping. The first strategy targeted demen-
tia/ADRD transition evidence, including hospital-to-home transition, discharge planning,
caregiver-mediated continuity, medication management, home health, readmission, and
return-home support. The second strategy targeted PD and MS rehabilitation-continuity
evidence, including inpatient rehabilitation, multidisciplinary rehabilitation, telerehabili-
tation, mobile health (mHealth), post-discharge follow-up, carry-over, and return-home
support. The third strategy targeted ALS home-based, respiratory, telehealth, and pallia-
tive-continuity evidence, including telemedicine, telemonitoring, home care, non-inva-
sive ventilation, caregiver involvement, follow-up, continuity, and advance care planning.

Searches combined controlled vocabulary, where available, and free-text terms for
disease population, continuity or transition concepts, and care setting. Boolean operators,
truncation, phrase searching, field tags, and proximity operators were adapted to each
database interface. Comparator terms were not used as mandatory search blocks because
eligible evidence could include uncontrolled, qualitative, observational, implementation,
feasibility, and service-evaluation studies. Outcome terms were used selectively and only
when they did not materially reduce search sensitivity. The ALS abbreviation was not
used as a standalone search term to reduce irrelevant retrieval.

All search results were exported with available bibliographic metadata, including ti-
tle, authors, year, journal, abstract, digital object identifier, and database source. Records
were deduplicated in stages using digital object identifiers, exact and normalized titles,
author combinations, publication years, and journal information [38]. Database-specific
yields were retained to support auditability and PRISMA-ScR reporting. Cochrane Li-
brary/Cochrane Reviews records were exported and reported as a single Cochrane source
within the five-database PRISMA structure, not combined with records from other data-
bases. Search reporting was informed by Peer Review of Electronic Search Strategies
(PRESS) and the Preferred Reporting Items for Systematic Reviews and Meta-Analyses
literature-search extension (PRISMA-S) principles [34,39]. The complete Boolean strate-
gies, including database-specific field tags, controlled vocabulary where applicable, trun-
cation, proximity syntax, limits, and exact records retrieved from each database, are re-
ported in Supplementary Tables S1 and S2.

2.5. Selection of Sources of Evidence

Before formal screening, R.S.C. and A.C. completed a calibration exercise on a ran-
dom sample of records to harmonize interpretation of the eligibility criteria and reduce
inconsistent decisions. Particular attention was given to records in which the transition
anchor was only implicit or incompletely reported, including studies describing caregiver
support, rehabilitation carry-over, home healthcare, telehealth, telemonitoring, respira-
tory continuity, or palliative continuity without using explicit transitional-care terminol-
ogy.

Titles and abstracts were screened independently by R.S.C. and A.C. Records were
retained for full-text review when either reviewer judged them eligible or potentially eli-
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gible. This conservative approach was adopted because discharge timing, post-discharge
setting, caregiver involvement, and continuity-of-care components were often insuffi-
ciently described in titles and abstracts. Clearly irrelevant records were excluded at this
stage when they did not meet the target population, transition relevance, care-component,
outcome, or publication-type criteria.

Full texts were then assessed independently by the same two reviewers (R.S.C. and
A.C.). During full-text review, eligibility decisions were based on the complete report, in-
cluding methods, intervention description, follow-up procedures, outcomes, tables, and
Supplementary Information when available. Disagreements were resolved through dis-
cussion; unresolved cases were adjudicated by A.Q. Each excluded full-text report was
assigned one primary exclusion reason, prioritizing the main reason for non-eligibility
when more than one criterion was not met. The final exclusion categories were no post-
discharge or transition component, wrong population or non-extractable target subgroup,
wrong care model, setting or outcome, review/protocol/conference/non-original publica-
tion, and duplicate or overlapping report without additional eligible data.

Interrater agreement was calculated before consensus resolution. Cohen’s kappa was
0.71 for title/abstract screening and 0.75 for full-text eligibility assessment, indicating sub-
stantial agreement. The study-selection process, including records identified, duplicates
removed, records screened, full texts assessed, full-text exclusions, and included studies,
was summarized using a PRISMA-ScR flow diagram.

2.6. Data Charting

Data charting was conducted using a standardized form developed a priori and pilot-
tested on included studies representing different disease groups, study designs, transition
settings, and care models. The pilot phase was used to refine variable definitions, align
coding across disease areas, and ensure that both explicitly discharge-anchored studies
and broader continuity-of-care studies could be captured consistently. These refinements
clarified extraction categories but did not change the review question or eligibility criteria.

One reviewer (A.C.) charted each included report using the standardized form.
R.S.C. and A.Q. independently verified the transition anchor, dominant mechanism, evi-
dence category, and overlap status, and audited extracted fields against the full text when
classification or interpretation was uncertain. Disagreements, unclear classifications, or
uncertain interpretations were resolved by discussion among R.S.C.,, A.C., and A.Q.
Charting agreement was not summarized with a separate kappa statistic because charting
involved multi-field extraction and verification rather than a binary eligibility decision;
screening agreement was reported separately. When information was not reported or
could not be inferred reliably from the article, it was coded as not reported rather than
imputed.

Charted variables included bibliographic information, country, study design, recruit-
ment source, sample size, disease group, diagnostic subgroup when available, participant
characteristics, disease stage or severity, cognitive or functional status, transition origin,
post-transition destination, timing of enrolment, follow-up duration, care model or inter-
vention components, professionals involved, caregiver role, delivery mode, remote or
technology-enabled components, comparator type, outcome domains, measurement in-
struments, main findings, implementation features, equity or access issues, and author-
reported limitations.

Each study was also coded for its dominant transition mechanism and evidence cat-
egory. Companion reports, secondary analyses, and reports from overlapping programs
or cohorts were flagged during charting to avoid double-counting them as independent
evidence while retaining distinct information on mechanisms, outcomes, subgroups, fol-
low-up, or implementation. After charting, extracted data were checked for internal con-
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sistency across the main manuscript tables and supplementary evidence-mapping tables.
The charting form and operational definitions are provided in the Supplementary meth-
odological framework.

2.7. Evidence Classification and Synthesis

To preserve inferential distinctions and control overlap, each included report was
allocated to one of four mutually exclusive categories using operational boundary rules.
Core transition evidence required an explicit discharge or immediate post-discharge start
point and evaluated a structured transition or follow-up model. Return-home/community
re-entry evidence required a post-discharge or community-return trajectory but did not
necessarily test a discrete transitional-care intervention. Adjacent continuity evidence ad-
dressed home-based, remote, rehabilitation, respiratory, nutritional, caregiver, outpatient,
or palliative continuity when the discharge anchor was less explicit or the model repre-
sented ongoing specialist/community management. Within this category, ALS models
spanning repeated respiratory, nutritional, technological, and palliative adjustments were
additionally described as a continuous, progression- or needs-triggered continuity path-
way; this was a descriptive sublabel, not a fifth evidence category. Companion/secondary
reports arose from overlapping programs or cohorts and contributed distinct mechanistic,
outcome, implementation, or subgroup information but were not interpreted as inde-
pendent replication.

Classification was applied during charting and verified during synthesis by R.S.C,,
A.C, and A.Q., with disagreements resolved by discussion and, when required, adjudica-
tion by A.Q. Counts and proportions were summarized overall and by disease. Direct
inferences about discharge models were based primarily on core transition evidence; re-
turn-home evidence informed post-discharge trajectories; adjacent evidence informed
components, feasibility, and implementation boundaries; and companion reports en-
riched interpretation without increasing the count of independently replicated programs.
Evidence categories therefore indicate transition proximity and reporting overlap, not
methodological quality, sample size adequacy, or certainty of evidence.

Synthesis used a descriptive, tabular, and framework-based narrative approach.
Study distributions, care models, outcomes, and evidence categories were summarized
numerically. Narrative synthesis compared charted mechanisms across diseases, grouped
them by transition proximity and care function, and distinguished cross-cutting mecha-
nisms from disease-specific continuity needs. No statistical pooling was undertaken, and
causal or definitive efficacy claims were avoided when comparators were absent or weak,
samples were small, follow-up was limited, or outcomes were heterogeneous.

3. Results
3.1. Study Selection and Screening Yield

The database searches identified 24,417 records from five sources: PubMed (n =1023),
Web of Science (1 = 862), Cochrane Library and Cochrane Reviews (1 = 252), Embase (1 =
1822) and Scopus (n = 20,458). No register records were identified. Before screening, 2349
duplicate records were removed. No records were excluded by automation tools, and no
non-English records were removed before screening. The remaining 22,068 records were
screened by title and abstract.

At title and abstract screening, 21,882 records were excluded because they did not
meet the population, transition-context, care-model, outcome or publication-type criteria.
Full texts were sought for 186 reports, and all were retrieved. After full-text assessment,
117 reports were excluded. The main reasons for exclusion were absence of a post-dis-
charge or transition component (n = 38), wrong population or non-extractable target sub-
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group (n =23), wrong care model, setting or outcome (1 = 28), review, protocol, conference
or non-original publication (n = 21), and duplicate or overlapping report without addi-
tional eligible data (1 =7). The final evidence map included 69 reports. The study-selection
process is shown in Figure 1.

Identification of studies via databases and registers

o

— Records identified from:
5 databases
c Wi ei”g&?e(:cz 222=3f)562) Records removed before screening:
2 Coch Librarv/Revi _ Duplicate records removed (n = 2349)
§ RENRIe £a5r2y) eviews (n = Records marked as ineligible by
= L automation tools (n = 0)
= Embase (n = 1822) g ; =
§ Scopus (n = 20,458) Non-English records removed (n = 0)
= Total records (n = 24,417)
Registers (n = 0)
—
Records excluded (n =21,882)
— \ 4 Title/abstract: wrong
Records screened population/diagnosis (n = 6920); no
(n =22,068) | transition/home-return context (n =
8746); wrong care
model/outcome/publication
\ 4 type/other (n = 6216)
Reports sought for retrieval |
= (n=186) Reports not retrieved
'§ (n=0)
3 A4
Reports assessed for eligibility | Reports excluded:
(n=186) No post-discharge/transition
component (n = 38)
Wrong population/subgroup not
extractable (n = 23)
Wrong care model, setting or outcome
(n=28)
— Review/protocol/conference/non-
v original (n = 21)
- Duplicate/overlapping report (n = 7)
o Studies included in review
= (n=69)
©
£

Figure 1. PRISMA-ScR flow diagram for study selection. The diagram reports database sources, du-
plicate removal, title and abstract screening, full-text assessment, reasons for exclusion, and final

inclusion. Flow-diagram reporting follows PRISMA-ScR guidance [29].

3.2. Overall Evidence Landscape

The 69 included reports comprised 28 dementia/ADRD reports, 10 PD reports, 9 MS
reports, and 22 ALS reports. Designs included randomized and non-randomized trials,
observational cohorts, qualitative and mixed-methods studies, implementation studies,
feasibility studies, and secondary analyses. Companion or secondary publications from
overlapping programs were retained only when they contributed distinct mechanistic,
outcome, subgroup, follow-up, or implementation information; they were not treated as
independent program replication. Disease-specific characteristics are summarized in the
disease-specific evidence tables. The study-level evidence classification is provided in
Supplementary Table S3.

https://doi.org/10.3390/medsci14040445
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Overall, 18 reports (26.1%) were classified as core transition evidence, 14 (20.3%) as
return-home/community re-entry evidence, 16 (23.2%) as adjacent continuity evidence,
and 21 (30.4%) as companion/secondary reports. Dementia/ADRD contributed 14 core, 3
return-home, and 11 companion reports; PD contributed 3 core and 7 return-home re-
ports; MS contributed 1 core, 4 return-home, and 4 companion reports; and ALS contrib-
uted 16 adjacent and 6 companion reports. No ALS report was classified as independent
core transition or return-home/community re-entry evidence under the prespecified op-
erational definitions, reflecting the predominance of ongoing home-based respiratory,
specialist, telehealth, and palliative continuity rather than a discrete discharge-anchored
pathway.

The classification materially guided the synthesis. Core reports supported the most
direct statements about discharge-anchored models; return-home reports characterized
functional, participation, equity, and service trajectories; adjacent reports informed candi-
date components and implementation requirements; and companion reports were used
for additional outcomes or mechanisms without being treated as separate program repli-
cation.

3.3. Dementia/ ADRD: Hospital-to-Home, Caregiver-Mediated, Medication, Home-Health and
Palliative Transitions

Dementia/ADRD supplied 14 of the 18 core transition reports and was therefore the
most directly discharge-anchored component of the map. The 28 reports addressed dis-
charge-plan adequacy, special Alzheimer acute care unit follow-up, system failures in dis-
charge planning, family-centred function-focused care, discharge documentation, medi-
cation-management support, home-health trajectories, skilled nursing facility (SNF)-to-
home transitions, caregiver preparedness, palliative care transition, and equity in home-
health agency quality [40-67]. Study-level details are presented in Table 1.

https://doi.org/10.3390/medsci14040445
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Table 1. Post-discharge, hospital-to-home and caregiver-mediated transition evidence in dementia/Alzheimer’s disease and related dementias. This table sum-

marizes studies in which discharge planning, hospital-to-home transition, skilled nursing facility-to-home transition, caregiver preparedness, medication conti-

nuity, home health care, post-acute care, palliative transition, or return-home support represented the main focus of the study.

Key Transition

Author, Y Disch iver/Imple-
uthor, Year Aim and Study De- Population Char- 1sc. .a 8¢ T Care Model or Tran- Outcome e e 1 Careg.lver/ ml,) € Mechanism and
[Ref.]/Loca- . . . Transition Con- ... Main Findings mentation/Equity or .
. sign acteristics sition Component Measures Contribution to the
tion/Country text Access Component .
Evidence Map
Caregiver: Adult
hild 52.7%;
131 dementia pa- . Main findings: 35.1% o " Mechanism/contri-
tients discharged Care model/transi- of plans were rated less alistic expectations, bution: This stud
Aim: Measure dis- & Discharge/transi- tion component: So- Outcome P and insufficient sup- ) Y

charge-plan ade-
Study: Cummings et quacy and its rela-
al., 1999 [40] tionship with re-
Location/Country: hospitalization
USA Study design: Pro-
spective observa-
tional study

from a geriatric ] .
& tion context: Hos- cial-worker-rated af-

measures: Dis-

quacy; 1-month re-

admission; pa-

hi
urrl?:;(e)ﬁf;ce 61?3; _ pital discharge af- tercare plan adequacy charge-plan ade-
Whi’te 84 7% v;ri do' ter neuropsychi-  plus caregiver tele-
. 0, -
T atric admission;  phone follow-up; as-
owed 52.7%; pri-

1-month post-dis- sessment of patient,
charge caregiver

follow-up.

mary diagnosis de-

mentia with agita-
tion 73.3%; mean

LOS 15.5 days (SD
9.6; range 3-70).

family and resource-
related discharge fac-
tors.

tient, caregiver
and resource pre-
dictors.

than adequate/very in-
adequate; 24/131 pa-
tients (18.3%) were re-
admitted within 1
month. Lower ade-

quacy ratings, male sex

and insufficient care-
giver support pre-
dicted readmission.

port compromised

planning. Implemen-
tation: Plan ade-

quacy depended on

dementia-specific
placement and avail-

able resources. Eq-
uity/access: Unavail-
able or unaffordable
resources; predomi-

nantly White sample.

maps family readi-
ness, caregiver sup-
port and resource
availability as deter-
minants of safe af-
tercare planning.
Evidence stratum:
Core transition evi-
dence.
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Care model/transi-
tion component: Indi-
vidualized care plan
Discharge/transi- targeting BPSD, nutri-
tion context: Dis- tion, function, living
charge from arrangements and

Population: N =
390 severely de-
mented patients in
2008-2009; mean
age 81.79 years (SD
7.37); women

Aim: Assess a post-
discharge follow-up
intervention after

Study: Villars et al., discharge from a

Main findings: Early
ER rehospitalization
decreased non-signifi-

Out
meastt:r::'nlé}e{ re cantly from 8.39% to
Lo 8.02% and 7.47%; 3-
hospitalization

within 31 days; re- month all-department

Caregiver: Care-
giver/resource per-
son was the central
follow-up contact.

Implementation: Tel-
ephone contact was

Mechanism/contri-
bution: Telephone
follow-up mecha-
nism: Scheduled
caregiver/resource-
person contact after
SACU discharge

2013 [41] . . 59.97%; AD/mixed SACU; baseline treatment; calls to L rehospitalization de- .
. special Alzheimer . . . hospitalization to more frequent targets BPSD, nutri-
Location/Country: acute care unit dementia 83.38%; comparison year caregiver/resource anv department at creased from 28.98% to amone rehospital Hon. treatment
Toulouse, France . mean MMSE 12.34; 2007 vs. interven- person during week 1, y aep 24.03% and 23.58%. . & . P ! ..
Study design: . . 31 days and 3 . . ized patients, sug-  changes and living-
. . MMSE <10 in tion years 2008  before month 1, and Vocal disruptive be- . .
Quasi-experimental . months; BPSD and . gesting greater com- arrangement insta-
37.75%; malnutri- and 2009. at 3 and 6 months; op- L. haviour was more fre- . .
before-after study . ) ) follow-up activity. ) o plexity rather than a bility.
tion 41.07% and tional medical/psy- quent in rehospitalized .
. . . . clear effect. Eq- Evidence stratum:
malnutrition risk chological/social con- patients (9.64% vs. uity/access: NR Core transition evi
50.00%. sultation. 3.97%; p = 0.05). Y
dence.
Main findings: Two
. 8 Mechanism/contri-
major themes were . . .
. oo Caregiver: Carers  bution: System-fail-
. identified: Acute-care .
Population: N =33 Outcome . . . acted as de facto care  ure mechanism
. . . . . barriers to effective dis- . o
Aim: Explore professionalsin4 . . Care model/transi- measures: Quali- . managers. Imple-  identifies discharge
. Discharge/transi- , . . charge planning and 5 .
health-professional focus groups: Jun- . tion component: No tative barriers/fa- . mentation: Gaps in- pressure, documen-
. .. . . tion context: Hos- , . . . community/RACF . .
perspectives on dis- ior medical officers . . intervention; analysis cilitators; docu- .\ cluded 24 h demen- tation gaps, medica-
Study: Kable et al., . . pital discharge . . . transitional-care pro- .
charge and transi- n=>5, acute dis- of discharge-planning mentation and . tia support, dose ad-  tion-order prob-
2015 [42] . . and transfer of . . L cess failures. Reported . . . . .
. tional-care system  charge-planning . barriers, communica- medication-order . . ministration aids, lems, insufficient
Location/Country: . . people with de- . . ) . failure modes included .. . . .
failures nurses/allied health . tion failures, docu- failures; post-dis- . medicines review, = community service
New South Wales, . mentia to home, . . early-discharge pres- .
. Study design:  n =16, RACF staff n . mentation gaps, ser- charge service de- . and GP/RACEF coor-  capacity and frag-
Australia Ll . GP/community . . sure, long waits for . . .
Qualitative descrip- =4, and GPs/prac- . vice-access problems  livery; adverse ) . dination. Equity/ac- mented communi-
. . services or RACF . . community services, . . . .\
tive focus-group  tice staff n = §; ses- and medication-order events, readmis- . . cess: Limited service cation as transition
care. incomplete discharge

issues.

study sions lasted 35-90

min.

sion and carer . >
summaries, poor notifi-

stress. . . .
cation, missed services
and medication-order

problems.

access was reported;
no subgroup equity
analysis.

hazards.
Evidence stratum:
Core transition evi-
dence.
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Population: N = 86
dyads completed
baseline/discharge
follow-up: Inter-
vention n =44, con-
trol n = 42; patients

Discharge/transi-
tion context:
Acute medical

Aim: Test feasibility
and preliminary ef-

Study: Boltz et al., ficacy of dementia-

2015 [43] capable Fam-FFC hospitalization
Location/Country: Study design: mean age 82.4 years with outcomes
. (SD 7.6); female
USA Comparative re- . through 14 and
ted-m . 59%; admitted from 60d fter di
pea estu deasu “ " home 98%; Black acyhsai ee s
Y 45% and White g

45%; delirium on
admission 42%.

Care model/transi-
tion component:

Family-centred func- ADL, walking per-

tion-focused care de-
livered by a family-
centred resource
nurse 10-15 h/week;
environmental/policy
assessment, staff edu-
cation, individualized
functional goals, fam-
ily education and
post-acute follow-up.

Outcome

measures: Barthel Main findings: Fam-

FFC was associated
with better ADL (p =
0.02), walking perfor-
mance (p =0.001),
lower delirium severity
(p =0.03), fewer 30-day
readmissions (p = 0.02)

formance, Tinetti
gait/balance, delir-
ium severity, 30-
day readmission,
return to baseline
ADL, caregiver

Caregiver: Prepared-
ness increased and
anxiety decreased;
depression, strain,
and mutuality did

not differ signifi-
cantly. Implementa-
tion: Fidelity was
high: 88% staff-care-
plan and 92% care-
giver-log agreement.
Equity/access: NR.

Mechanism/contri-
bution: Family-
function mechanism
embeds family care-
givers in function-
focused goals and
post-acute recovery
planning to reduce
hospital-acquired
disability and sup-
port ADL/walking
recovery.
Evidence stratum:
Companion/second-
ary report; early
Fam-FFC report, not
an independent co-
hort

Population: Of 313
dementia dis-
charges, 73 (23%) Discharge/transi-
were eligible; 72 tion context: Hos-

Aim: Audit dis-
charge documenta-
Study: Kable et al., tion for people with

2019 [44] dementia dis- discharged I.lc?me pital dlschargfz
. and 1 to participat- home/RACF with
Location/Country: charged home .
. ing RACF; mean GP and pa-
New South Wales, Study design: . .
. ) . age 81 years; female tient/carer dis-
Australia Cross-sectional pi-

55%; surgical
wards 23%, medical
wards 48%, short-
stay units 29%.

charge documen-

lot study with carer .
tation.

survey

Care model/transi-
tion component: Au-
dit of medical/nurs-
ing/allied-health dis-
charge summaries

against expected crite-

ria plus post-dis-
charge carer survey.

d and higher return to
aii?e)are d:e:es; baseline ADL at 2
ndety, dep months (p = 0.003); no
sion, strain and .
. gait/balance effect.
mutuality.
Main findings: Medi-
Outcome cal discharge summary

was present in 92%,
measures: Docu- . .
nursing summary in
70% and allied-health

summary in 3%. Read-

mentation compli-
ance; readmission

within 28 days .. .
Y5 mission occurred in 6%
and 3 months; ED .
. within 28 days and
presentation

19% within 3 months;
ED presentation oc-
curred in 26% within 3
months.

within 3 months;
carer strain.

Caregiver: Carer in-
formation and sup-
port-group guidance
were often missing
from discharge doc-
umentation. Imple-
mentation: Compli-
ance gaps affected
risk assessment,
medication aids, re-
ferrals, appoint-
ments, support
groups, and advance
planning. Equity/ac-
cess: NR.

Mechanism/contri-
bution: Documenta-
tion mechanism
shows that demen-
tia discharge docu-
ments may omit
risk, medication, re-
ferral, caregiver-
strain and advance-
care information
needed for safe
transition.
Evidence stratum:
Core transition evi-
dence.
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Study: Bruce et al.,
2020 [45]
Location/Country:
New South Wales,
Australia

Aim: Evaluate carer
strain and medica-
tion coping after
discharge within
the SMS Dementia

Study design: Pro-
spective quasi-ex-

pre/post-controlled

Population: N = 88
carers completed 3-
month telephone
surveys; consent
rate 156/523 (29.8%)
among people with
dementia admitted
from home; carers
mostly female
(77%); mean carer
age ranged 61-68
years across
site/phase groups.

Discharge/transi-
tion context: Un-
planned hospital
admission and
discharge home
for people with
dementia/cogni-
tive impairment.

Care model/transi-
tion component: Safe
Medication Strategy
Dementia bundle:

Outcome
measures: Carer
medication con-

Medication reconcilia- cerns and difficul-

tion, carer needs as-
sessment, DAA train-
ing/arrangement,

medication list/expla- medication indica-

nations, GP contact
about medication
changes and HMR
recommendation.

ties; DAA use;
HMR receipt;
knowledge of

tions; Modified
Caregiver Strain
Index.

Main findings: At 3
months, 33% of carers
were concerned about

managing medications
and 40% reported diffi-

culties; 32.4% of those
reporting difficulties

described problems ob-

taining cooperation
with medication-tak-

ing. DAA use was 72%;

only 15% reported re-
cent HMR; high carer

strain was reported by

74%.

Caregiver: Medica-
tion safety was
largely caregiver me-
diated. Implementa-
tion: Dose admin-
istration aid use in-
creased from 56% to
72%, without statisti-
cal significance. Eq-
uity/access: NR.

Mechanism/contri-
bution: Medication-
safety mechanism
maps caregiver vigi-
lance, DAA use,
HMR underuse and
medication-man-
agement burden as
central dementia
discharge risks.
Evidence stratum:
Core transition evi-
dence.

Study: Knox et al.,
2020 [46]
Location/Country:
USA

Aim: Examine de-
mentia severity and
30-day potentially
preventable read-
missions during
home health
Study design: Ret-
rospective Medi-
care/OASIS cohort

Population: N =
126,292 Medicare
beneficiaries with

dementia admitted
to home health af-
ter acute/psychiat-
ric hospitalization;

65% aged >81 years;

61% female; 80%
White.

Discharge/transi-
tion context:
Home health ad-
mission within 5

Care model/transi-
tion component: OA-
SIS-derived dementia

severity categories

Outcome
measures: 30-day
potentially pre-
ventable readmis-

days after hospi- cross-walked to FAST sion during home

tal discharge.

stages.

health.

Main findings: Overall

30-day PPR rate was
7.6%. PPR rates were

highest in dementia se-

verity category 7

(12.6%) and category 6

(8.8%); adjusted ORs
vs. category 1/2 were

1.37 (95% CI 1.29-1.46)
for category 6 and 1.94

(95% CI 1.64-2.31) for
category 7.

Caregiver: Caregiver
support was cap-
tured in routine
home-health assess-
ment. Implementa-
tion: OASIS data en-
abled potentially
preventable readmis-
sion risk stratifica-
tion. Equity/access:
Readmission was
higher among Medi-
care-Medicaid dual-
eligible patients.

Mechanism/contri-
bution: Home-
health risk mecha-
nism uses dementia
severity staging to
identify patients
who may need spe-
cialized support af-
ter hospital-to-
home-health trans-
fer.
Evidence stratum:
Companion/second-
ary report; Knox
Medicare/OASIS
home-health series.
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Aim: Identify mo-
bility, self-care, cog-
nition and care-

Population: N =
118,171 Medicare

Care model/transi-

Main findings: Overall
PPR rate was 7.6%.
Fully adjusted odds
were higher for the

Outcome most dependent mobil-

Caregiver: NR as a

Mechanism/contri-

bution: Functional-
caregiver risk mech-
anism links mobil-

ity, self-care, cogni-

giver-support pre- beneficiaries with Dls.charge/tranSI- tion component: OA- measures: 30-day ity quartile (OR 1.59; distinct ou.tcome. Ir.n- t10r.1 and unmet
Study: Knox etal., 7. . . tion context: . o ) plementation: Mobil- caregiver support to
dictors of readmis- ~ ADRD receiving SIS-derived mobility,  potentially pre- 95% CI 1.47-1.71), most -,
2020 [47] . . Home health ad- - . ity and self-care de-  preventable read-
. sion during home  home health after . self-care, cognition = ventable readmis-  dependent self-care L. . .
Location/Country: e mission after . . . . pendence were the mission risk during
health hospitalization; . .. and caregiver-support sion during home quartile (OR 1.73; 95% . . .
USA . acute/psychiatric . main actionable risk  post-acute home
Study design: Ret- 65% aged >81 years; hospitalization domains at home-  health; common  CI1.61-1.87), unmet domains. Equity/ac health
rospective Medi-  61% female; 80% p " health start of care. ~ PPR diagnoses.  caregiver needs (OR CES'S' I?IR ¥ Evidence str'at'um'
care/OASIS cohort White. 1.11; 95% CI 1.05-1.17) ’ ’ . :
e . Companion/second-
study and cognitive impair- arv report: Knox
ment (OR 1.23; 95% CI y repory
1.16-1.30) Medicare/OASIS
' e home-health series.
Populz.itlon: N=31 . . Mechanism/contri-
caregivers across Caregiver: Caregiv- . .
. NP . bution: Medication-
Aim: Explore care Australia; female Main findings: Three ers requested tai- continuitv mecha
FEXP 81%; median care- Outcome themes were identified:  lored medication Y

iver experiences of .
& . p. giver age 60 years;
medication-man-

adult child 65%,
Study: Sawan et al., agement advice at spouse/partner
2021 [48] discharge spouse/part
R d 29%; care recipients
Location/Country: Study design: .
. L . median age 81
Australia Qualitative semi-

years; community
dwelling 65%, long-
term care 32%; me-
dian 4 months from
admission to inter-

structured tele-
phone interview
study

view.

Care model/transi-
tion component: In-
terviews on discharge
medication resources,
caregiver involve-
ment, medication ad-
ministration/supply
and support needs.

Discharge/transi-
tion context: Hos-
pital discharge
medication guid-
ance for people
living with de-
mentia.

measures: Quali-
tative themes on
medication infor-
mation, caregiver

Inadequate infor-
mation about medica-
tion management at
discharge, limited care-
engagement, sup-  giver engagement in
ply continuity and medication decisions,
and difficulty ensuring
medication supply
post-discharge.

caregiver recom-
mendations.

lists, adverse-effect
information, and ear-
lier discharge discus-
sion. Implementa-
tion: Needed better
communication with
community pharma-
cists and primary-
care physicians. Eq-
uity/access: NR.

nism identifies in-
formation deficits,
limited caregiver
engagement and
medication-supply
disruption as de-
mentia discharge
safety gaps.
Evidence stratum:
Core transition evi-
dence.
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Aim: Assess de-

Population: N =

Discharge/transi- Care model/transi-

Main findings: Overall
early discharge rate

Caregiver: Medica-
tion assistance and

Mechanism/contri-
bution: Therapy-
completion mecha-
nism compares
planned versus de-

mentia severity, 91,302 Medicare tion context: tion component: Outcome was 10.4% (95% CI unmet caregiver livered therapy to
caregiver support  beneficiaries with Home-health epi- Comparison of measures: Early 10.2-10.6). No con- needs signalled map how medica-
Study: Knox et al., . . . . . . . .
2022 [49] and early discharge ADRD dlscharged sode aftejr . planned v.s. .bllled discharge frF)m sistent early-discharge gr?ater care com-  tion a§s1stance and
Location/Country: from home-health  to the community acute/psychiatric PT/OT/ST visits; OA- therapy services, pattern across demen- plexity. Implementa- caregiver need af-
USA therapy after home health; hospitalization; SIS dementia severity, defined as missing  tia severity levels; tion: Visible com- fect continuity of
Study design: Ret-  65.6% aged 281  completed com- caregiver support and >2 planned ther- highest observed rate plexity may prolong home-health reha-
rospective Medi- years; 61.5% fe-  munity discharge oral medication man- apy visits. was category 4 (16.4%) home-health therapy bilitation.
care/OASIS study male; 82.6% White. episode. agement variables. and lowest category 6 episodes. Equity/ac- Evidence stratum:
(9.6%). cess: NR. Companion/second-
ary report; Knox
Medicare/OASIS
home-health series.
Mechanism/contri-
bution: Home-
Main findings: Overall health utilization
Aim: Identify . . . Care model/transi- M-SDC was 92.1%; M- Caregiver: Caregiver mechanism maP S
2. Population: N= Discharge/transi- Outcome SDC was lower among therapy type, visit
home-health utiliza-

tion factors associ-

Study: Knox et al., ated with modified

2022 [50] successful dis-
Location/Country: charge to commu-
USA nity

Study design: Ret-
rospective national
Medicare cohort

535,691 home-

health patients after Home health af-

hospitalization;
94,497 (18.0%) had
ADRD; overall co-
hort 42% aged >81
years, 62% female,
85% White.

tion component:
Home-health utiliza-

tion: PT, OT, ST,

skilled nursing,
home-health aide ser-
vices, episode length,

tion context:

ter index hospi-
talization; out-
come assessed af-
ter discharge
from home health
to community.

visit volume and
early therapy dis-
charge.

measures: Modi-  patients with ADRD
fied successful dis- (88.5%). M-SDC likeli-
charge to commu- hood increased with
nity: Community PT, episode length > 15
discharge without days and >10 therapy

readmission or

death within 31

days.

visits; it decreased with
ST, skilled nursing,
home-health aide ser-
vices and early therapy
discharge.

support was in-
cluded in adjusted
analyses. Implemen-
tation: Longer epi-
sode duration was
associated with the
ADRD utilization
pattern. Equity/ac-
cess: NR.

volume, episode
duration and early
discharge as ser-
vice-delivery factors
shaping community
stability after home
health.
Evidence stratum:
Companion/second-
ary report; Knox
Medicare/OASIS
home-health series.
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Aim: Describe
unique care needs

: Toles et al.
Study: Toles etal, during SNF-to-

2,022 [>1] home/assisted-liv-
Location/Country: ine transitions
USA 8

Study design:
Qualitative study

Population: N = 39

participants: 22
SNF staff, 4 home-
health nurses, 10
people with de-

mentia and 10 fam-

ily caregivers; 4

SNFs in one organi-
zation; PWD-care-
giver interviews in-
cluded 8 discharges

home and 2 to as-
sisted living.

Discharge/transi-

tion context:
Skilled nursing
facility discharge
to home or as-
sisted living after
short-stay reha-
bilitation.

Care model/transi-
tion component:
Needs assessment to

adapt Connect-Home

transitional care for
dementia-specific
transition needs.

Outcome

measures: Quali-

tative themes on

readiness, symp-
tom management,

community sup-
ports and care-
giver support.

Main findings: Four
care needs were identi-
fied: Limited readiness
for dementia care plan-

ning in the SNF, care-

giver unpreparedness
for dementia symp-
toms at home, diffi-

culty connecting dyads
to community sup-

ports, and limited sup-

port for caregiver
needs.

Caregiver: Caregiv-
ers managed medica-
tion resistance, pain,

ADLs, and falls;
three reported early

post-return falls. Im-
plementation: Com-
munity-support link-
age was inconsistent.

Equity/access: Cost

and service access
limited linkage.

Mechanism/contri-
bution: SNF-to-
home needs mecha-
nism identifies
readiness, symp-
tom-management
training, commu-
nity linkage and
caregiver support as
adaptation targets
for dementia transi-
tional care.
Evidence stratum:
Core transition evi-
dence; precur-
sor/needs-assess-
ment report for
Connect-Home
ADRD.

Aim: Assess fidel-
ity, acceptability

Study: Toles et al., and preliminary

2022 [52]
Location/Country: outcomes of Con-
USA nect-Home ADRD

Study design: Fea-
sibility study

Population: N =19
PWD-caregiver dy-

ads enrolled from
34 eligible dyads
(56%) in 2 SNFs;
PWD female 79%
and White 94.7%;
caregivers female
68.4%, White
94.7%, adult child
79.0%.

Discharge/transi-
tion context: SNF
discharge to own
home (57.9%), as-
sisted living
(31.6%) or care-
giver home
(10.5%).

Care model/transi-
tion component:
Two-step transitional
care: SNF transition
plan, care planning,
medication list and
provider handoff;
home-care nurse
within 24 h; dementia
caregiving specialist
calls 3 times over 4
weeks.

Outcome
measures: Fidel-
ity, acceptability,
CTM-15, Prepar-
edness for Care-
giving Scale, 30-
day hospital/ED
use and mecha-
nism of support.

Main findings: Fidelity
was high: Complete
transition plan 94.7%,
care-plan meeting
100%, follow-up ap-
pointment 84.2%, rec-
ords transmitted 100%,
home care within 24 h
84.2%, 3 support calls
89.5%. Two readmis-
sions and one
death/hospice transi-
tion occurred within 30
days; no ED-only use.

Caregiver: Support
targeted communica-
tion, symptoms, and

level-of-care deci-
sions; preparedness

was measured. Im-
plementation: Feasi-

bility measures in-
cluded CTM-15 and
caregiver prepared-

ness scores. Eq-
uity/access: NR.

Mechanism/contri-
bution: Dyad-sup-
port mechanism
combines pre-dis-
charge planning,
rapid home-care
nursing and special-
ist caregiver calls to
support SNF-to-
home transition.
Evidence stratum:
Companion/second-
ary report; Connect-
Home ADRD feasi-
bility cohort.

https://doi.org/10.3390/medsci14040445
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Population: N =15
caregivers com-

Discharge/transi-
tion context:

pleted interviews  Post-hospitaliza-

Aim: Formatively
evaluate Tele-Savvy
Study: Kovaleva et after hospitalization
al., 2023 [53] and gather care-

after Tele-Savvy; tion caregiver
support after hos-

pitalization for

caregiver mean age
56.4 years (SD 11.5),

Care model/transi-
tion component: 43-
day online psy-
choeducational Tele-

Outcome

measures: Accept-

ability, videocon-
ference participa-

Main findings: Of 22
consented caregivers,
20 started and 15 com-

pleted the intervention;

attrition after consent

was 32%. Average vid-

eoconference attend-
ance was 70% (range
46-96%). Four catego-

Caregiver: Feedback
emphasized timing,
immediate recovery
needs, and support
for working caregiv-
ers. Implementation:
Scheduling and tech-

Mechanism/contri-
bution: Tele-educa-
tion design mecha-
nism tests caregiver
acceptability of an
online psychoedu-
cational program af-

. . . female 60%, Black falls, confu- Savvy caregiver pro- tion, caregiver ex- . R ter hospitalization
Location/Country:  giver design feed- o . o . X ries emerged: Im- nology accessibility .
33%, White 67%, sion/altered men- gram used as a proto- perience and rec- . ! . and defines con-
USA back L . proved dementia/care- required adaptation. y
. employed 80%; tal status, behav- type for transitional- ommendations for *, . . . tent/timing needs
Study design: . . . . . . giving understanding, Equity/access: Tech- ; .
Lo PLWD mean age iour/aggression, care intervention de- post-discharge in- o for dementia transi-
Qualitative study . . . hospitalization as a nology access and .
82.3 years; median =~ COVID-19 or velopment. tervention design. . . tional care.
. ) new level of normal,  working caregiver .
hospital LOS 6 other acute ill- . Evidence stratum:
PLWD health concerns,  constraints were L. .
days. ness. . . i Core transition evi-
and transitional-care identified.
. . dence.
intervention develop-
ment.
Mechanism/contri-
Population: N =30
P Discharge/transi- Care model/transi- Caregiver: Needs in- bution: Needs-as-
carers of people . . . .
with advanced de tion context: tion component: cluded caregiver  sessment and pallia-
ED/hospital con- CANDID 33-item health, grief, guilt, tive mechanism

Aim: Identify carer mentia; carers: 10
needs after hospi- spouses, 11 daugh-

Study: Du Preez et tal/ED discharge us- ters, 6 sons, 3 other

tact and dis-
charge planning
in advanced de-

al.,, 2023 [54] ing CANDID relatives and 1 mentia with ex
Location/Country: within CELPI close friend; age ected life expec
Australia Study design: Pre-  52-88 years; care P P

tancy <12
months; care re-
cipients lived at

planned qualitative recipients had ad-

analysis vanced dementia

(MMSE <13 or home (1 = 8) or
MoCA < 16; FAST o
6d.70). RACF (n =22).

open-ended needs as-
sessment covering
symptoms, emer-
gency contacts, ACP,
future needs, carer
needs and proposed
care plan; referral to
specialist palliative
care when appropri-
ate.

Outcome
measures: Carer
stressors, systemic
barriers, future
planning, pallia-
tive care needs
and end-of-life
planning.

Main findings: Three
major themes were
identified: Carers per-
ceived stressors, sys-
temic barriers to care
provision, and future
planning.

multiple roles, fam-
ily conflict, and un-
certainty. Implemen-
tation: System navi-
gation and end-of-
life planning were
difficult. Equity/ac-
cess: Financial bur-
den was explicitly
reported.

uses CANDID to re-
veal carer stressors,
service barriers and
future/end-of-life
planning needs af-
ter ED or hospital
discharge.
Evidence stratum:
Core transition evi-
dence; palliative-
transition emphasis.
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Population: N =25
participants in 21
interviews: 4 peo-
ple living with de-

mentia and 21 care-

Aim: Develop a
grounded theory of
hospital-to-home

Study: Saragosa et
y a8 transition in de-

al., 2023 [55] gIVErS; persons

1 i-
Discharge/transi- Care model/transi

tion context: Hos-

pital-to-home intervention; theory-

Outcome

Main findings: Gener-

measures: Quali- ated the theory of “See-

dyad work, care-

tion component: No tative processes of ing the day-to-day situ-

ation”, with six linked
processes: Sealing the

Caregiver: Caregiv-
ers acted as observ-
ers, advocates, coor-
dinators, and con-
stant information
holders. Implemen-
tation: Support came
from public services,

Mechanism/contri-
bution: Caregiver-
navigation mecha-
nism theorizes care-
giver work of ob-
serving, taking
charge, coordinat-
ing care and con-

. mentia with dementia .. building from semi- giver navigation,
Location/Country: . transition and . . . o : . . .
Study design: Con- mean age 80.75 structured interviews health/social care  situation, working family, and private necting fragmented
Canada e . subsequent care- . .. . . . .
structivist years; caregivers fe- ivine traiector and field notes con-  coordination and  hard, taking charge,  help. Equity/access: information across
grounded theory = male 16/21, mean giving tre) Y ducted 2019-2021.  transition mean- taking over, connecting Reliance on different hospital-to-home
study age 63.67 years, ing. dots and rising up.  support sources may transitions.
caregiving role reflect unequal ac-  Evidence stratum:
mean 7.66 years. cess; no formal sub- Core transition evi-
group analysis. dence.
Mechanism/contri-
. Main findings: Overall . bution: PAC-path-
Population: N = . & e Caregiver: NR as a u p
619,262 comm discharge destinations distinct outcome. Im- V&Y mechanism
. ’ u- . 1 . -
Aim: Assess post- . . . Care model/transi- were SNF 48.70%, . maps how SNF,
. nity-residing Medi- . o plementation:
acute care transi- . . . tion component: HHC 19.12% and home . home-health and
. care FFS beneficiar- Discharge/transi- . . . Claims data mapped .
tions and outcomes Claims-based com- Outcome without services home-without-ser-

Study: Temkin-

ies with ADRD and tion context: Hos-

reener et al., 202 in ADRD arison of PAC path-

Greener et al, 2023 . by a 2017 hospital stay pital discharge to parison of PAC p .
[56] race/ethnicity and ) ways by race/ethnic-

. in 4044 hospitals; SNF, home health .
Location/Country: dual status . ity, dual Medicare—
] White 83.49%, care, or home L.
USA Study design: Ret- . . . Medicaid status and
. . Black 10.26%, His- without services. .
rospective Medicare . hospital/market fac-
FFS cohort panic 6.25%; dual tors
eligible 20.04%; fe-
male 59.75%.

measures: PAC
destination; 30-
day readmission;
30-day mortality.

32.19%. Duals were
more often discharged
to SNF than non-duals

(58.42% vs. 46.26%).
Unadjusted 30-day re-
admission was 18.66%

and 30-day mortality
4.77%.

post-acute transition

pathways. Equity/ac-
cess: Differences
were analysed by
race/ethnicity and

dual eligibility; dual-
status differences

were largest.

vices pathways and
dual-status dispari-
ties shape ADRD
post-acute out-
comes.
Evidence stratum:
Return-home/com-
munity re-entry evi-
dence.
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Study: Boltz et al.,
2023 [57]
Location/Country:
USA

Aim: Test Fam-FFC
in hospitalized per-
sons with dementia
and family care
partners
Study design: Clus-
ter randomized
controlled trial

mean LOS 6.5 days;
FCPs mean age 61.9

Population: N =
455 dyads in final
analysis from 6

medical units at 3 Discharge/transi-
hospitals; patients tion context: Hos-

mean age 81.5 pitalization and
years, female post-acute fol-
59.1%, White low-up at dis-

63.7%, Black 36.3%, charge, 2 months

and 6 months.

years and female
72.3%.

Care model/transi-
tion component:

Fam-FFC delivered by

nurse interventionists:

Family engagement in

assessment, goal set-
ting and care plan-
ning; follow-up
within 48 h of dis-
charge, weekly calls
for 7 weeks, then
monthly for 4 months;
mean 9.2 con-
tacts/FCP.

Outcome
measures: Return
to baseline func-
tion, physical ac-
tivity, delirium,
depressive symp-
toms, behavioural
symptoms, care-
giver prepared-
ness, anxiety,
strain and burden.

Main findings: By 6
months, Fam-FFC par-
ticipants were more
likely to return to base-
line function (OR 2.4;
95% CI1.2-4.7;p =
0.01) and had fewer be-
havioural symptoms of
distress (b=-1.1;p =
0.05). No group differ-
ences were found for
moderate physical ac-
tivity, depressive
symptoms or delirium
severity.

Caregiver: Prepared-
ness improved from
2 to 6 months; anxi-
ety, strain, and bur-
den did not differ.
Implementation: At-
trition was 26%,
mostly because of
death. Equity/access:
Black and White par-
ticipants were repre-
sented, but smaller
groups were not ana-
lysed separately.

Mechanism/contri-
bution: Family-cen-
tred function mech-
anism maps family
partnership, bed-
side functional
goals and extended
post-acute calls as a
model for func-
tional recovery and
caregiver prepared-
ness after hospitali-
zation.
Evidence stratum:
Companion/second-
ary report; defini-
tive Fam-FFC trial
cohort.

Study: Berish et al.,
2024 [58]
Location/Country:
USA

Aim: Examine
BPSD prevalence

during acute hospi- cal/surgical units in
3 Pennsylvania hos-

talization and
whether BPSD se-
verity/change pre-
dicted adverse out-

comes

Study design: Sec-
ondary analysis of

Fam-FFC data

Population: N =
461 patient—care

partner dyads from

6 acute medi-

tion context:
Acute hospitali-

itals; patients . .
P P zation with out-

mean age 81.56
years, female 59%,
White 63%, mean

LOS 6.48 days,

mean MoCA 11.63;

care partners mean

age 61.81 years, fe-
male 72%.

comes at dis-
charge, 2 months
and 6 months
post-discharge.

Discharge/transi-

Care model/transi-
tion component: NPI-
Q total plus frontal,
hyperactivity, mood
and psychosis clusters
assessed at admission
and discharge; post-
discharge adverse-
event follow-up.

Outcome
measures: BPSD
severity/change;

falls, ER visits,
hospitalizations
and injuries at dis-
charge, 2 months
and 6 months.

Main findings: BPSD
prevalence was 93.9%
at admission and 86.7%
at discharge. Admis-
sion clusters were hy-
peractivity 76.7%,
mood 72.3%, psychosis
71.9% and frontal
25.9%. At 2 months, ER
visits occurred in
25.6%, hospitalizations
in 22.3%, falls in 21.0%
and injuries in 9.3%; at
6 months, ER visits
were 27.4%, falls 24.5%,
hospitalizations 21.2%
and injuries 11.8%.

Caregiver: Compan-
ion Fam-FFC report;
no separate caregiver
outcome was ana-
lysed. Implementa-
tion: Behavioural-
symptom predictors
of emergency use
and rehospitalization
were modelled. Eq-
uity/access: Race and
education were co-
variates rather than
prespecified equity
outcomes.

Mechanism/contri-
bution: Behav-
ioural-risk mecha-
nism maps inpatient
BPSD, especially
hyperactivity and
psychosis change,
as post-discharge
risk markers for ER
use and rehospitali-
zation.
Evidence stratum:
Companion/second-
ary report; Fam-
FFC-related second-
ary analysis.
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Aim: Test the asso-
ciation between
caregiver-reported
physical resilience
Study: Drazich et at 1 month post-dis-
al., 2025 [59] charge and falls,
Location/Country: hospitalizations and
USA death within 1 year
Study design: Co-
hort study using
FFC-AC-EIT par-
ent-study data

Population: N =
314 recently dis-
charged older
adults with demen-
tia; mean age 82.74
years (SD 8.13); fe-
male 62.4%; White
71.3%, Black/Afri-
can American
24.5%; mean
SLUMS 8.29,
Barthel 50.67 and
Physical Resilience
Scale 11.82/17.

Discharge/transi-
tion context:
One-month post-
discharge resili-

Care model/transi-
tion component: No
discharge interven-
tion tested in this
analysis; parent FFC-
AC-EIT focused on
function-focused care
during hospitaliza-
tion.

Outcome
measures: Physi-
cal Resilience
Scale; fall count,
hospitalization

ence assessment
after acute hospi-
talization; ad-

count and mortal-
verse-event fol-

low-up at 1, 6 and ity within 1 year.

12 months.

Main findings: Within
1 year, 141/314 (44.9%)
had at least one fall,
141/314 (44.9%) were
hospitalized and
118/314 (37.6%) died.
Higher resilience pre-
dicted lower falls (IRR

Caregiver: Physical
resilience and ad-
verse events were

caregiver-reported.

Implementation:
Clinical and prag-
matic significance re-

0.939; 95% CI 0.905— ires furth lid
0.974; p < 0.001), lower qg;rr‘:SE”:i e;az:sj'
hospitalizations (IRR Fina.ncgﬂ stt};ain anc.1

0.959; 95% CI 0.925—

0.994; p = 0.023) and broader social deter-

lower mortality odds
(OR 0.904; 95% CI
0.865-0.944; p < 0.001).

minants were not
measured.

Mechanism/contri-
bution: Resilience-
risk mechanism
identifies low early
post-discharge
physical resilience
as a potential profile
for targeted fall, re-
hospitalization and
mortality-risk moni-
toring.
Evidence stratum:
Return-home/com-
munity re-entry evi-
dence.

Aim: Identify care-

Study: Horstman et giver needs during

al., 2024 [60]
Location/Country:
Houston, TX, USA

hospitalization and
care transitions
Study design: Prag-
matic qualitative in-
quiry

Population: N = 12
family caregivers
and 15 health pro-
fessionals. Caregiv-
ers: Family member
n=11, friend n=1;
mean age 69 years;
interviewed mean
18 days after dis-
charge (range 14—
34). Professionals:
Hospitalists n = 4,
nurse case manag-
ers n =2, social
workers n =4, out-
patient geriatrics n
=2,PCPn=1and
geriatric psychia-
trists n=2.

Outcome
measures: Care-
giver infor-

Care model/transi-
tion component: No
intervention; semi-

Discharge/transi-
tion context: Hos-
pitalization and
hospital-to-home

mation/resource
needs; profes-
sional-perceived

structured interviews
used to inform care-
giver transition-sup-
port intervention de-
velopment.

transition in a .
. barriers; demen-
Veterans Affairs

. tia-specific transi-
medical centre.

tion-support rec-
ommendations.

Main findings: Four
recommendations
emerged: Engage care-
givers as care-team

Caregiver: Caregiv-
ers reported poor cli-
nician communica-
tion, limited demen-
partners; provide de- tia-specific guidance,
and uncertainty
about services. Im-
plementation: A de-

mentia navigator or

mentia-specific infor-
mation/training; con-
nect caregivers to
home/community-
based services; provide single point of con-
posthospital care navi-  tact was recom-
gation and caregiver

support.

mended. Equity/ac-
cess: NR.

Mechanism/contri-
bution: Caregiver-
navigation mecha-
nism identifies care-
giver partnership,
dementia training,
home/community
service linkage and
a dementia naviga-
tor as core transition
supports.
Evidence stratum:
Core transition evi-
dence.
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Aim: E ine de-
1m: Bxamine de Discharge/transi-

mentia severity and .
tion context:

Population: N =

Care model/transi-
tion component:

Outcome
measures: Suc-

Main findings: Suc-
cessful DTC occurred

Caregiver: Availabil-
ity, competence, and
medication assis-
tance influenced dis-

Mechanism/contri-
bution: DTC risk-
stratification mecha-
nism connects de-
mentia severity,
medication manage-

ful dis- 142,376 Medi ful disch in 71.2%. Ad d de-
Study: Knox et al., Successiul dis '3, 6 .e 1ca%re Home-health dis- FAST/OASIS demen- COSSILT ASC f’u'ge m A) vanced de charge-to-commu- ment and caregiver
charge to commu- beneficiaries with . . . to community: mentia stages had . . . .
2024 [61] . .. charge to com-  tia-severity categori- o ., nity probability. Im- assistance with suc-
. nity after home ADRD receiving A . . . Community dis- lower likelihood of . .
Location/Country: munity with 30-  zation plus caregiver . plementation: Rou- cessful discharge to
health home health; 64.3% . . charge without  successful DTC: Cate- | .
USA . day post-dis- assistance and oral- . tine assessment may = community from
Study design: Ret-  aged >81 years; - unplanned hospi- gory 6 RR 0.90 and cat- . )
) . o charge outcome medication manage- S identify patients home health.
rospective Medi- 60.8% female. . . talization or death egory 7 RR 0.737 com- . .
window. ment variables. e . needing longer sup-  Evidence stratum:
care/OASIS cohort within 30 days.  pared with category 2. . .
port. Equity/access: Companion/second-
NR. ary report; Knox
Medicare/OASIS
home-health series.
Main findings: Prepar-
edness increased from
discharge 23.75 (SD Mechanism/contri-
Population: N = Outcome (6817;3)62)9? ;anfijifs Caregiver: Caregiver b:etsl;)rrlr:lf;}?g)r?:seri_
Aim: Examine fam- 461 family care = Discharge/transi- Care model/transi- measures: Prepar- ) Giver: &

ily care partner pre- partners; mean age tion context:
paredness and asso-  61.81 years (SD  Caregiver prepar-

:P 1 1.
Study: Paudel etal, 14.19); female edness measured

ciated care-partner

Locatzi(())il/ ([:6021111& . characteristics after 72.5%; White within 72 h of
USA y: hospitalization ~ 63.9%, Black 33.9%; discharge, at 2
Study design: Sec- daughters 37.3%, months and at 6

ondary analysis of sons 14.8%, spouses months post-dis-
Fam-FFC trial data  28.6%; cohabiting charge.
59.4%.

tion component: Pre-
paredness analysis

within Fam-FFC trial

follow-up using care-
partner self-report
and psychological

burden/strain
measures.

26.35 (SD 6.72). Lower
preparedness was asso-
ciated with older age at

edness for Care-
giving Scale; bur-
den (ZBI-12),

. discharge (beta =
strain MCSD, 071, ) <0.001), bur-
anxiety/depres- den at all timepoints (p
sion (:rltizss’efare' <0.001, p < 0.001 and p
parther = 0.002/0.003), depres-
mographics and . ) .
health sion at all timepoints (p
’ =0.002/0.041/0.003) and
strain at 2 and 6
months (p =
0.015/0.025).

psychological state
and burden were
transition-support
targets. Implementa-
tion: Support may be
particularly im-
portant after the ini-
tial discharge period.
Equity/access: NR.

maps care-partner
age, burden, de-
pression and strain
as determinants of
discharge-to-6-
month caregiving
readiness.
Evidence stratum:
Companion/second-
ary report; Fam-FFC
secondary analysis.
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Study: Toles et al.,
2024 [63]
Location/Country:
USA

Aim: Describe tran-
sitional care content
and quality in the
ADRD-PC trial
Study design:
Mixed-methods
study

Population: N =40
hospitalized late-
stage ADRD—care-
giver dyads receiv-
ing transitional pal-
liative care support,
plus palliative care
staff interviews (N
= 8); parent trial in-
cludes GDS 5-7 de-
mentia.

Discharge/transi-

tion context: Hos-

pital discharge
with specialty
palliative care
transitional sup-
port.

Care model/transi-
tion component:
Standardized pallia-
tive care plan plus
post-discharge care-
giver calls at 72 h and
2 weeks; interdiscipli-
nary palliative care
consultation, care-
giver education and
community referral
planning.

Outcome
measures: Pallia-

tive care plan con-

tent, post-dis-
charge call com-
pletion, symp-
toms, resources,
caregiver needs,
implementation

barriers and facili-

tators.

Main findings: Pallia-
tive care plans were
documented for 29/40

dyads (73%) and deliv-
ered to post-acute pro-

viders for 26/40 (65%).
Calls were completed
at 72 h for 39/40 (98%)
and at 2 weeks for
33/40 (78%). Calls ad-
dressed continuity, re-
sources, active listen-
ing, troubleshooting
and grief/loss support.

Caregiver: Facilita-
tors included predis-
charge contact, prog-
nosis understanding,
and a written pallia-
tive plan. Implemen-

tation: Barriers in-
cluded short referral
windows, discordant

understanding,
transfer ambiguity,
and scarce resources.
Equity/access: Scarce
community re-

sources limited im-

plementation.

Mechanism/contri-
bution: Palliative-
transition mecha-

nism pulls hospital

palliative care plans
into post-discharge
calls to support con-
tinuity, trouble-
shooting, resources
and grief support.

Evidence stratum:

Core transition evi-
dence; ADRD-PC

program report.

Study: Toles et al.,
2024 [64]
Location/Country:
USA

Aim: Describe
health trajectories
after SNF discharge
in ADRD
Study design: Sec-
ondary analy-
sis/multiple case
study from Con-
nect-Home trial
data

Population: N =49
SNF patients with
ADRD from a 327-
dyad parent study;
mean age 81.2
years; female
65.3%; White
73.5%, Black 26.5%;
caregivers mean
age 62.2 years, fe-
male 77.6%.

Discharge/transi-
tion context: SNF
discharge to pa-
tient home, fam-
ily home or as-
sisted living; 30-
day follow-up.

Care model/transi-
tion component: Mul-
tiple case-study anal-
ysis using baseline
data, chart data and
caregiver-reported
outcomes from a tran-
sitional-care trial.

Outcome
measures: Acute
care use, hospital

readmission,
death, discharge
destination and
trajectory type
within 30 days.

Main findings: Among

41 dyads with com-
plete outcome data,

68.3% were stable at 30

days, 24.4% had acute

care use and 7.3% died.
Ten patients were read-

mitted, including four
for urinary tract infec-
tion, two for acute re-

nal failure and two for

hip fracture.

Caregiver: Caregiver
sex and employment
were not consistently
associated with read-
mission. Implemen-
tation: Clinical fac-
tors supported read-
mission-risk stratifi-
cation. Equity/access:
NR.

Mechanism/contri-
bution: Health-tra-
jectory mechanism
maps post-SNF
ADRD trajectories
and recurrent acute
illness/injury to
guide dyad-centred
nursing support.
Evidence stratum:
Companion/second-
ary report; Connect-
Home trial second-
ary analysis.
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Study: Yang et al.,
2024 [65]
Location/Country:
USA

Aim: Examine ra-
cial/ethnic and

dual-eligibility dis-
parities in discharge

to below-average
quality HHAS be-
fore and during
COVID-19
Study design: Ret-

rospective Medicare

cohort

Population: N =
426,766 qualified
hospitalization
events among com-
munity-dwelling
Medicare FFS bene-
ficiaries with
ADRD discharged
to HHA; pre-
COVID n = 205,850
and COVID-period
n =220,916.

Outcome
measures: Dis-

Care model/transi- charge to below-

tion component:

Main findings: Before
COVID-19, 18.8% were
discharged to below-
average quality HHAs.
Black and Hispanic

beneficiaries had

higher probabilities
than White beneficiar- ity was the dominant
ies (3.4 and 3.9 percent-
age points; p <0.01),
and dual-eligible bene-
ficiaries were 2.5 per-
centage points higher

(p <0.01). During

COVID, racial dispari-
ties persisted; dual dis-
parities increased by
0.8 percentage points (p

<0.05).

Caregiver: NR as a

distinct outcome. Im-
plementation: Home-

health agency qual-

implementation ex-
posure. Equity/ac-
cess: Black, Hispanic,
and dual-eligible pa-
tients were
overrepresented in
below-average-qual-
ity agencies.

Mechanism/contri-
bution: Equity/ac-
cess mechanism
maps how race/eth-
nicity and dual eli-
gibility shape access
to HHA quality af-
ter ADRD hospitali-
zation.
Evidence stratum:
Return-home/com-
munity re-entry evi-
dence; equity-fo-
cused transition evi-
dence.

Study: Greyson et
al., 2025 [66]
Location/Country:
USA

Aim: Explore role
ambiguity and per-
ceived care quality
during hospital-to-
home transitions of
older Latinos with
dementia
Study design:
Qualitative study
guided by the Sys-
tems Ambiguity
Framework

Population: N =21
caregivers of 22
older Latinos with
ADRD; caregivers
mean age 53 years,
female 71%, His-
panic/Latino 95%;
child caregivers
71%, one of several
family caregivers
57%, long-distance
24%; older adults
mean age 75 years,

female 72%, moder-

ate/severe CDR
91%.

Plscharge/transp Linkage of Medicare average quahty
tion context: Hos- . . HHA; race/ethnic-
. . claims with HHA . .
pital discharge to Quality of Patient ity; Medicare—
HHA within 3 y ot Medicaid dual eli-
Care Star Ratings, o
days after non- Area Deprivation In- gibility; pre-
COVID acute dex aE d count COVID vs.
hospitalization, Y COVID period;
COVID data; below- e . .
January 2019-No- . sensitivity defini-
average HHA defined . .
vember 2021. as averace star ratin tions including
v ‘23 0 & <2.5 stars and Pa-
o tient Survey Star
Ratings.
Discharge/transi-
tion context: Hos- Care model/transi- Outcome

measures: Medi-
cation-manage-

tion component: No
intervention; inter-
views on medication
management,

pital-to-home
transition within
the previous 12
months; two in-

terviews per care- role/task ambiguity,
giver approxi- institutional trust, cul-
mately 4 weeks tural expectations and
apart, conducted perceived care qual-

ity.

ment concerns;
role/task ambigu-
ity; trust; cultur-

ally specific re-
source needs; fac-
tors shaping task
in Spanish or distribution.
English.

Main findings: Themes
included concern about
over-medication, resig-
nation about limited
ADRD medication ef-
fectiveness, scarcity of

culturally spe-
cific/translated re-
sources, wariness to

trust institutions and

aversion to institu-

tional care. Task alloca-
tion was shaped by ge-

ographic proximity,

gender roles, relation-
ship, English fluency

and work schedule.

Caregiver: Cultural
factors shaped who
became caregiver;
medication and navi-
gation responsibili-
ties remained ambig-
uous. Implementa-
tion: Generic re-
sources were viewed
as inadequate. Eq-
uity/access: Latino
caregivers requested
trusted, culturally
tailored home sup-
port.

Mechanism/contri-
bution: Cultural-tai-
loring mechanism
links task ambigu-
ity, medication con-
cerns, language/cul-
tural barriers and
institutional mis-
trust to transition
quality in Latino
ADRD dyads.
Evidence stratum:
Core transition evi-
dence; equity-fo-
cused qualitative
evidence.

https://doi.org/10.3390/medsci14040445



Med. Sci. 2026, 14, 445

Aim: Evaluate fea-

sibility and accepta-

bility of caregiver-

Study: Idsoetal,  focused nurse-led

2025 [67] post-discharge calls
Location/Country:  for veterans with
Minneapolis, MN, dementia

USA Study design: Sin-

gle-site VA quality-
improvement pro-
ject

excluded after chart

completed calls and

94.7%, spouse/part-
ner 78.9% and lived

Care model/transi-

review; 30 caregiv- Discharge/transi- tion component: Reg-

tion context: VA istered-nurse call us-
acute-care dis-  ing caregiver-prepar-
16 completed fol- charge to private edness items and age-
low-up. Veterans residence or inde- friendly 4M domains:
were male, mean  pendent living; What matters, menta-
age79 yearsand  calls completed  tion, mobility and
mean LOS 4 days; mean 17 days = medications; tailored
caregivers female post-hospitaliza-
tion (SD 8).

ers recruited; 19

resources mailed;

EHR.
with the veteran
84.2%.

nursing note placed in

rated themselves very
Outcome
well prepared to care
for the veteran; 47.4%
for physical needs,
31.6% for emotional
needs, 26.3% for behav-
ioural symptoms,
31.6% for setting up
services, and 42.1% for

measures: Feasi-
bility of caregiver
identification/con-
tact; call duration;
Preparedness for
Caregiving Scale;

satisfaction and
qualitative accept-

ability.

emergencies/help from
the health system.
21.1% were not pre-
pared at all to find/set
up services.

Caregiver: Caregiver
identification was re-
source-intensive and
required review of
more than 100 charts
to recruit 30 partici-
pants. Implementa-
tion: Acceptability
supported tailored
content and flexible
timing. Equity/ac-
cess: NR.

26 of 65
Main findi : M
Population: 103 ain fin 'lngs ean
charts assessed: 73 call duration was 29
; min. Overall, 36.8% Mechanism/contri-

bution: Pragmatic
call mechanism tests
caregiver-centred
nurse calls and
shows that EHR
caregiver identifica-
tion is a key imple-
mentation bottle-
neck.
Evidence stratum:
Core transition evi-
dence.

Abbreviations: ACP = advance care planning; AD = Alzheimer’s disease; ADRD = Alzheimer’s disease and related dementias; ADL = activities of daily living; ADI
= Area Deprivation Index; ALF = assisted living facility; BPSD = behavioural and psychological symptoms of dementia; CANDID = Carer Needs Directed Assess-
ment in Dementia; CDR = Clinical Dementia Rating; CELPI = Carer End of Life Planning Intervention; CTM-15 = Care Transitions Measure-15; DAA = Dose
administration aid; DTC = discharge to community; ED = emergency department; ER = emergency room; FAST = Functional Assessment Staging Tool; FCG =
family caregiver; FCP = family care partner; FFS = fee-for-service; GDS = Global Deterioration Scale; GP = general practitioner; HHA = home health agency; HHC
=home health care; HMR = home medicines review; LOS = length of stay; MCSI = Modified Caregiver Strain Index; MNA = Mini Nutritional Assessment; MoCA
= Montreal Cognitive Assessment; M-SDC = modified successful discharge to community; NH = nursing home; NPI-Q = Neuropsychiatric Inventory Question-
naire; NR = not reported in the available PDF/extraction; OASIS = Outcome and Assessment Information Set; PAC = post-acute care; PCH = personal care home;
PCP = primary care physician; PCS = Preparedness for Caregiving Scale; PPR = potentially preventable readmission; PT/OT/ST = physical/occupational/speech
therapy; PWD = person with dementia; RACF = residential aged care facility; SACU = Special Alzheimer acute care unit; SLUMS = Saint Louis University Mental

Status exam; SNF = skilled nursing facility. Evidence categories describe transition proximity or reporting overlap, not methodological quality.
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Earlier work showed that inadequate aftercare planning and insufficient caregiver
support were associated with early readmission after neuropsychiatric hospitalization for
dementia [40]. A post-discharge follow-up intervention after discharge from a special Alz-
heimer acute care unit reported feasibility of structured caregiver or resource-person con-
tact, although reductions in early emergency room rehospitalization were not statistically
significant [41]. Qualitative and documentation audit studies from Australia identified re-
current failures in discharge communication, medication orders, Dose administration
aids, community-service linkage, general practitioner communication and carer infor-
mation [42,44]. Medication-focused work further showed that caregivers often received
insufficient information about medication changes, indications, cognitive adverse effects
and medication supply after discharge [45,48].

Intervention evidence in dementia was largely caregiver mediated. The Family-Cen-
tred Function-focused Care (Fam-FFC) program used family engagement, function-fo-
cused goals and post-acute telephone support to target functional recovery, behavioural
symptoms and caregiver preparedness [43,57,58,62]. Connect-Home ADRD adapted SNF
transitional care to the needs of people with dementia and caregivers, combining pre-dis-
charge planning, rapid home-care linkage and specialist post-discharge calls [51,52,64].
Qualitative studies clarified why these mechanisms matter: Caregivers frequently became
the constant source of information, the safety monitor, the advocate, and the service nav-
igator during the hospital-to-home or SNF-to-home transition [51,55,60,66,67].

Home-health and post-acute care evidence contributed a second major dementia
pathway. Medicare Outcome and Assessment Information Set (OASIS) studies linked de-
mentia severity, mobility, self-care dependence, cognition, medication assistance and
caregiver support with potentially preventable readmissions, therapy completion, home-
health utilization and successful discharge to community [46,47,49,50,61]. Claims-based
studies also showed that post-acute pathways and home-health agency quality were
shaped by race, ethnicity, Medicare-Medicaid dual eligibility and coronavirus disease
2019 (COVID-19)-era service shifts [56,65]. Palliative-transition studies in advanced de-
mentia emphasized caregiver stressors, barriers to palliative-service access, goals-of-care
continuity, post-discharge calls, grief support and the need for clearer future planning
after hospital or emergency department contact [54,63].

3.4. Parkinson’s Disease and Multiple Sclerosis: Rehabilitation Continuity, Return-Home
Support and Post-Discharge Functional Follow-Up

The PD and MS evidence included studies of rehabilitation continuity, return-home
support, and post-discharge functional follow-up [21,22,24,25,68-82]. PD comprised three
core and seven return-home reports, whereas MS comprised one core, four return-home,
and four companion reports. Accordingly, this domain primarily informed rehabilitation
continuity, functional carry-over, and return-home support rather than classic multicom-
ponent discharge-planning models. PD studies addressed intensive inpatient rehabilita-
tion, multimodal complex treatment, telerehabilitation, medication continuity, inpatient
mobility, advanced-disease return home, and mHealth-supported self-management. MS
studies addressed rehabilitation carry-over, home-based management, internet-based ex-
ercise aftercare, telecoaching, fatigue self-management, and goal-stratified multidiscipli-
nary rehabilitation. Study-level details are presented in Table 2.
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Table 2. Rehabilitation continuity, return-home support and post-discharge functional follow-up in Parkinson’s disease and multiple sclerosis. This table

summarizes studies in which inpatient rehabilitation, multidisciplinary rehabilitation, multimodal complex treatment, home-based follow-up, telecoaching, tele-

rehabilitation, self-management, or functional carry-over after discharge represented the dominant post-discharge continuity component.

Author, Year
[Ref.]/Loca-
tion/Country

Aim and Study
Design

Disease Group and
Population Charac-
teristics

Rehabilitation or Post-Discharge Con-
Discharge Anchor tinuity Component

Comparator and
Follow-Up Du-
ration

Outcome
Measures

Main Findings

Key Transition Mecha-
nism and Contribution to
the Evidence Map

Study: Freeman

etal., 1999 [21]

Location/Coun-
try: United
Kingdom

Aim: Determine
the duration
and pattern of
carry-over of
benefits after
short inpatient
multidiscipli-
nary rehabilita-
tion
Study design:
Prospective sin-
gle-group lon-
gitudinal study

Disease group: Mul- tion/discharge an-

tiple sclerosis.
Population: N =50
progressive MS; fe-
male 58%; mean age
44.8 + 9.7 years; sec-
ondary progressive
86%, primary pro-

gressive 14%; median mission, discharge

EDSS 6.8 (range 6.0—
9.0).

Rehabilita-

chor: Individual-
ized, goal-ori-
ented inpatient
MDR; mean stay
23 days (SD 11.5;
range 10-62); as-
sessments at ad-

and every 3
months to 12
months.

Post-discharge con-
tinuity component:
Discharge planning
and community-ser-
vice linkage; 48/50
discharged home.
Recommended ser-
vices included
wheelchair services
(n=27), community
OT (n=21), district
nursing (n = 14), out-
patient physiother-
apy (n=12) and
house adaptations (n
=30).

Comparator: No
control group
Follow-up dura-
tion: 12-month
post-discharge
follow-up; 12-
month data col-
lected for 92% of
patients.

Outcome
measures:
EDSS, FIM mo-
tor, London
Handicap Scale,
SE-36, GHQ;
time to return to
baseline.

Main findings: Neurologi-
cal status worsened (me-
dian EDSS 6.8 at admis-
sion to 8.0 at 12 months),
but rehabilitation gains

were partly retained: Disa-
bility 186 days, handicap
185 days, emotional well-
being 208 days and SF-36
physical component 293

days before return to base-

line.

Mechanism/contribution:
Quantifies how benefits
from inpatient MS rehabil-
itation persist after com-
munity return despite
neurological progression,
and highlights the need
for formal links between
inpatient and community
services. Evidence stra-
tum: Return-home/com-
munity re-entry evidence.

Study: Pozzilli
et al.,, 2002 [22]
Location/Coun-
try: Rome, Italy

Aim: Compare
effectiveness
and costs of
multidiscipli-
nary home-
based MS care
versus hospital
care over 1 year
Study design:
Randomized
controlled trial
with economic
evaluation

Disease group: Mul-
tiple sclerosis.
Population: N = 201
clinically definite MS;
home-care n = 133
and hospital-care n =
68; intervention
group mean age 47 *
10.3 years, women
65%, disease duration
18.4 + 9.5 years, EDSS
6.0 +2.0; RR 19.6%,
PP 20.5%, SP 59.9%.

Rehabilita-

tion/discharge an-
chor: Home-based
management as an
alternative to hos-

pital-based MS
care.

Post-discharge con-
tinuity component:
Interdisciplinary

home-care team with

neurologists, urolo-
gist, rehabilitation
physician, psycholo-
gist, physical thera-
pist, nurse, social
worker and coordi-
nator; home visits,
telephone follow-up
and weekday dedi-
cated phone line.

Comparator:
Hospital-care
comparator
Follow-up dura-
tion: 12-month
follow-up; com-
plete/partial fol-
low-up datainn
=123 home-care
and n = 65 con-
trol patients.

Outcome
measures:
EDSS, FIM,

MMSE, ESS,
STAI/STAXI,
depression, SF-
36, resource use
and direct
health-care
costs.

Main findings: No be-
tween-group differences in
functional status. Home
care favoured SF-36 bodily
pain, general health, social
functioning and role-emo-
tional domains (p < 0.001),
as well as PCS and MCS (p
=0.0001). Direct health-
care cost was €822/pa-
tient/year lower with
home care, mainly
through fewer hospital ad-
missions.

Mechanism/contribution:
Home-management mech-
anism maps interdiscipli-
nary home follow-up as a
community-management
alternative that preserved
functional status, im-
proved selected HRQOL
domains and reduced
health-care costs.
Evidence stratum: Return-
home/community re-entry
evidence.
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Aim: Assess
whether inten-
sive inpatient

Disease group: Par-

Rehabilita-
tion/discharge an-

Main findings: At 1 year,
treated patients had UP-

Mechanism/contribution:

rehabilitation kinson’s disease. DRS values similar to  Inpatient-to-home exercise
. . chor: Four-week . . .
improves motor Population: N =50 intensive inpatient Post-discharge con-  Comparator: baseline, whereas controls  carry-over mechanism
performance  Hoehn-Yahr stage 3 rehabilita}’zion tinuity component: Usual pharma- Outcome worsened by UPDRSII  links intensive cue-based
Studv: Frazzitta V<" 12 months, PD;IRT n=25and treatment: 3 dail Discharge instruc-  cological care ~ measures: UP-  +4.9, UPDRSIII +5.5 and  rehabilitation, home exer-
¥ whether a sec- control n = 25. / Y tions to continue plus generic ~ DRSII, UPDRS UPDRS total +9.2 (allp<  cise instructions and re-
et al., 2012 [68] . 1 h sessions, 5 . . . e
. ond cycle has Treated patients: Age . learned exercises home exercise  III, UPDRS to-  0.0001). The first and sec-  peated rehabilitation cy-
Location/Coun- . . . days/week, in- . .
trv: Ital similar efficacy, 72 +7 years, M/F cludine stretchin and walk at least 30 advice tal; levodopa- ond IRT cycles reduced  cles with 1-year motor sta-
y: Ry and whether ~ 11/14, disease dura- trea dng1i11 s aug/ min/day; same inpa- Follow-up dura- equivalent dos- UPDRS total by 11.6 and bility and reduced medica-
levodopa esca- tion 8 + 3 years. Con- . P tient cycle repeated  tion: 1-year fol- age. 9.6 points. Levodopa dos-  tion escalation. Evidence
L. ditory/visual cues, .
lation is re- trols: Age 70 +7 . . after 12 months. low-up. age decreased by 52 mg in stratum: Return-
stabilometric plat- . ) .
duced years, M/F 13/12, du- treated patients and in-  home/community re-entry
. . form and occupa- . .
Study design:  ration 9 + 3 years. . creased by 30 mg in con- evidence.
. tional therapy.
Randomized trols.
controlled trial
Main findings: All out-
Disease eroup: Par Rehabilita- comes improved at dis-
Aim: Evaluate kinson’gs disIe’ase tion/discharge an- charge. Examples: 6 MWT  Mechanism/contribution:
. chor: Four-week  Post-discharge con- Outcome 258.1 £86.1t0322.7 +107.4  Gait/balance carry-over
short-term and  Population: N =20 . . . Comparator: No .
. . inpatient MIRT  tinuity component: measures: UP- m, TUG124+3.0t09.6+ mechanism separates
1-year effects of ~ PD inpatients; 7 . . . control group ) .
. with 3 daily ses- Unsupervised home DRSitems for 2.5s, and BBS45.1 +7.4to short-term gains from par-
Study: Frazzitta 4-week MIRT males/13 females; age . . . Follow-up dura- . . .
. sions, 5 continuation of . falls, walking ~ 50.8 + 6.8 (all p <0.0001). tial long-term mainte-
etal, 2013 [69] onbalance and 71 +7 years; disease . . tion: Assess- .
. . . days/week, in- learned exercises . and balance; At 1 year, UPDRS walk, nance, showing stronger 1-
Location/Coun- gait duration 8.3 +2.1 . . . ments at admis- . . .
. cluding treadmill and walking at least . . BBS, 6MWT, comfortable gait speed year preservation of gait
try: Italy Study design:  years; Hoehn-Yahr . . . ) sion, discharge . .
7 . with auditory/vis- 30 min/day; pharma- TUG, comforta- and fast gait speed re- speed than balance. Evi-
Preliminary sin- stage 3; UPDRS total . . and 1-year fol- . .
ual cues, stabilo- cological therapy un- ble and fast gait mained better than base-  dence stratum: Return-
gle-group lon- 34.74, UPDRS III . low-up. . .
s metric platform changed. speed. line (p =0.009, p = 0.03 and home/community re-entry
gitudinal study 18.18 and UPDRS II ) . .
. and occupational p =0.02), while balance evidence.
14.48 at baseline.

therapy.

outcomes returned toward
baseline.
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Study: Boesen et
al., 2018 [70]
Location/Coun-
try: Denmark

Aim: Evaluate
6-month effects
of inpatient
multidiscipli-
nary rehabilita-

tion on HRQOL

in MS
Study design:
Two-hospital
pragmatic ran-
domized con-
trolled trial

Disease group: Mul-
tiple sclerosis.
Population: N =427
randomized; treat-
ment n =214 and
wait-list control n =
213; ITT n =209 treat-
ment and 7 = 204 con-
trol. Eligible patients
were aged 18-65
years with MS and
EDSS <7.5.

Rehabilita-
tion/discharge an-
chor: Four-week
inpatient MDR at
Danish MS Hospi-
tals; 20 scheduled
rehabilitation
days; median stay
19 days; mean
therapy approxi-
mately 3.5 h/day.

Post-discharge con-
tinuity component:
Post-discharge
HRQOL assessment
after individualized
MDR; no continua-
tion or repetition of
the inpatient MDR
program after dis-
charge.

Comparator:
Wait-list control
for 6 months
Follow-up dura-
tion: Commu-

vices and MS
clinic care were
not restricted.

FAMS, MSIS-29,
nity training/ser- EQ-5D-5L, EQ-
VAS and 15D.

Main findings: Trends fa-
voured MDR across
HRQOL measures. Signifi-
cant 6-month effects were
observed for MSIS-29 Psy-
chological (treatment ef-
fect —2.7; 95% CI -5.6 to
-0.1; p =0.046) and 15D
(+0.017; 95% CI 0.005 to
0.030; p = 0.008). FAMS
was not statistically signif-
icant.

Mechanism/contribution:
MDR HRQOL mechanism
maps short-term commu-
nity carry-over of inpa-
tient MS rehabilitation,
with stronger signals for
psychological and generic
HRQOL domains than for
the prespecified FAMS
endpoint. Evidence stra-
tum: Companion/second-
ary report.

Study: Ferraz-
zoli et al., 2018
[71]
Location/Coun-
try: Italy

Aim: Evaluate
whether 4-week
MIRT improves

PD-related
quality of life in
the short and
medium term

Study design:

Prospective
parallel-group
single-blind
randomized
controlled
study

Disease group: Par-
kinson’s disease.
Population: N =234
analysed: MIRT n =
186 and control n =
48; idiopathic PD,
Hoehn-Yahr 2-4.
MIRT group: Age
66.5 + 8.6 years, male
57.0%, disease dura-
tion 9.0 + 5.6 years,
H&Y 2.6 +0.5. Con-
trols: Age 66.9 + 10.5
years, male 62.5%.

Rehabilita-
tion/discharge an-
chor: Four-week
inpatient MIRT
with multidiscipli-
nary, aerobic, mo-
tor-cognitive and
intensive sessions;
four daily rehabil-
itative sessions for
5 days/week plus
1 h exercise on
day 6.

Post-discharge con-
tinuity component:
QoL assessed after

return from hospital-

ization to avoid im-
mediate hospital-
context bias; inter-
vention group also

followed to 18 weeks

from enrolment.

Comparator:
No-rehabilita-
tion/wait-list
control

Main findings: PDQ-39
global index improved in
MIRT from 43.6 + 21.4 to

35.3 £22.1 (delta -8.3 +

measures: PDQ- 18.0; p <0.0001), while con-

Follow-up dura- 39 global index trols were unchanged (41.6

tion: Controlled and dimensions;
UPDRS, PDDS,
TUG, BBS and

T1 at 10 weeks
from enrolment
and T2 within-
MIRT follow-up
at 18 weeks.

+22.9t042.8+22.9; delta
+1.2+9.9; p=0.23); be-
tween-group delta p <
0.0001. At 18 weeks, MIRT
retained improvement
(delta-4.8+17.5;p<
0.0001).

Mechanism/contribution:
QoL carry-over mecha-
nism shows that intensive
inpatient PD rehabilitation
can produce PDQ-39 gains
that remain detectable af-
ter discharge, while em-
phasizing cautious inter-
pretation because of sin-
gle-blind design and pos-
sible contextual effects.
Evidence stratum: Return-
home/community re-entry
evidence.
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Aim: Test the
efficiency and

Disease group: Par-

Post-discharge con-
tinuity component:

Main findings: Clini-
cHEAD improved 2MWT
from 131.23 +36.72 to
140.30 £37.54 m (p =

Mechanism/contribution:

Outcome 0.024), MoCA from 21.94 +
clinical effects kinson’s disease. - HomeHEAD telere- ) Clinic-to-home telerehabil-
. Rehabilita- e Comparator: measures: 282102288351 (p= . .. . .
of the HEAD  Population: N=31 . . habilitation: 60 ses- . itation mechanism bridges
. . tion/discharge an- . Usual care after 2MWT, BBS,  0.032), and BBT dominant . . .
. clinic-to-home PD outpatients; mean L sions, 45 min, 5 ses- . supervised digital rehabil-
Study: Isernia et . chor: Clinic-based | clinic phase 10MWT, Box  hand from 41.48 + 13.56 to L .
telerehabilita- age 66.84 +9.13 years; . .. sions/week over 3 itation with home VR
al., 2020 [72] . VR/digital rehabil- ) Follow-up dura- and Block Test,  46.39 +13.73 (p < 0.001). ) )
. tion program M/F 17/14. After o .. months, delivered . . practice, supporting ad-
Location/Coun- . itation: 12 Clini- . tion: Follow-up MoCA, RBMT- High adherence was 83.9% e
on QoL, motor ClinicHEAD, Home- . through a digital 2. herence, usability and
try: Italy cHEAD sessions, at T2 and T3, up GMI, SF- in clinic and 72.7% at . .
and non-motor HEAD n=11and . health platform and . maintenance of functional
L 45 min, 3 ses- . . to 7 months 12/PANAS, ad- home; SUS median was 70 . .
abilities usual care n =20; . gaming devices; re- . mobility. Evidence stra-
. . sions/week. L. from baseline. herence and  at T1 and 85 at T2. Home- . .
Study design:  groups were similar mote monitoring . . tum: Core transition evi-
) ) . SUS usability.  HEAD further improved
Multicentre pi- at baseline. and help-desk sup- . dence.
lot clinical trial ort non-dominant BBT (p =
P 0.004; d = 0.86) and better
maintained balance/func-
tion at T3 than usual care.
Main findings: Statisti-
Aim: Investi- cally significant 12-month
Disease group: Mul- cary & Mechanism/contribution:
gate long-term tiple sclerosis improvements were found Lone-term MDR carr
HRQOL effects pes . Outcome in 3 of 6 HRQOL grerm Y
. } Population: N =413 - Post-discharge con-  Comparator: over mechanism supports
of inpatient analysed from the Rehabilita- tinuity component:  Partial crosso measures: measures: FAMS, 15D and lasting but clinically mod
multidiscipli- vy °  tion/discharge an- y comp o FAMS, MSIS-29 EQ-VAS. FAMS mean dif- & caty mo
Study: Boesen et b Danish MS Hospitals Long-term follow-up ver/wait-list se- X est HRQOL gains after in-
nary rehabilita- chor: Four-week . physical/psy-  ference was +3.3 (95% CI . et s
al., 2020 [73] e cohort; Group An= | . after MDR using quence . patient MS rehabilitation
. tion in MS at 12 inpatient MDR; . chological, 15D, 0.7 to 5.9; p=0.018) at 6
Location/Coun- 209 and Group B n = . partial crossover  Follow-up dura- . and frames long-term ben-
months . median length of . K EQindex, EQ- months and +4.7 (95% CI . . e
try: Denmark . 204; median age 51— comparison of treat- tion: 6- and 12- efit as domain-specific ra-
Study design: stay 20 days VAS, EDSSand 2.1to7.1; p<0.001) at 12 . ..
. 52 years, female 68— ment and control pe- month follow- ther than uniformly clini-
Randomized . (range 7-20). . immunotherapy months. Three of four sug- . .
69%, median EDSS riods. up. cally significant. Evidence
controlled par- . use. gested MCID thresholds .
. 4.5-5.0; 402 patients stratum: Companion/sec-
tial crossover . were unmet; no overall
. admitted. . ondary report.
trial report EDSS progression oc-
curred.
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Study: Feld-

mann et al., 2020

(74]

Location/Coun-

try: Germany

Aim: Describe
PD medication
changes 1
month after
hospital dis-
charge and ex-
amine associa-
tions with self-
reported adher-
ence
Study design:
Observational
post-discharge
study

Disease group: Par-
kinson’s disease.
Population: N =125
hospitalized people
with PD; mean age
70.0 + 8.0 years; male
60.8%; median H&Y
3.0; disease duration
8.1 £5.2 years; MDS-
UPDRSIII 24.3 + 11.2;
LEDD 602.2 + 346.7
mg; MoCA 23.5+2.9.

Rehabilita-

tion/discharge an-

chor: Neurological
hospitalization for
PD-related wors-

ening, fluctua-

tions, dyskinesias,

off-phases,

gait/freezing or re-

lated reasons.

Post-discharge con-
tinuity component:
Semi-structured tele-
phone interview 4
weeks after dis-
charge assessing PD
medication changes,
initiator and reasons.

Comparator: No

Follow-up dura-
tion: 1-month
post-discharge

Outcome
measures: PD
medication
changes, SAMS
adherence,
MDS-UPDRS
III, LEDD,
NMSQ, MoCA
and BDI-II.

Main findings: PD medi-
cation changed in 38/125
patients (30.4%), by physi-
cians in 26 (20.8%; neurol-
ogists n=17, GPs n =9),
and by patients in 12
(9.6%). Eleven changes
(8.8%) had been recom-
mended in discharge let-
ters, 27 (21.6%) were unin-
tended. Baseline SAMS
predicted patient-initiated
medication changes (p <
0.001). Common reasons
were side effects (n = 10)
and insufficient effect (n =
8).

Mechanism/contribution:
Medication-continuity
mechanism identifies early
post-discharge medication
modification and baseline
nonadherence as safety
targets after PD hospitali-
zation. Evidence stratum:
Core transition evidence.

Study:

Flachenecker et

al., 2020 [24]

Location/Coun-

try: Germany

Aim: Evaluate
whether inter-
net-based
PA/exercise
promotion
maintains fa-
tigue, HRQOL
and gait bene-
fits after inpa-
tient rehabilita-
tion
Study design:
Randomized
single-blind
controlled
study

Disease group: Mul-
tiple sclerosis.
Population: N = 84
randomized, n = 64
analysed; interven-
tion n = 34 and con-
trol n = 30. Interven-
tion group: Age 47.6 +
9.2 years, women
65%, disease duration
13.4 +7.9 years, EDSS
median 4.3; control:
Age 46.4 +12.2 years,
women 57%, EDSS
median 4.0.

Rehabilita-

tion/discharge an-

chor: Inpatient

multimodal reha-

bilitation for fa-
tigued pwMS;
EDSS <6.0 and
WEIMuS >32.

Post-discharge con-
tinuity component:
Three-month inter-
net-based PA/exer-
cise promotion after
discharge with
web/telephone
coaching, individu-
alized exercise pre-
scription and
browser-based train-
ing diary.

Comparator:
Control group
received no af-

tercare interven-

Follow-up dura-
tion: Assess-
ments at dis-

charge, 3 months

and 6 months.

Outcome
measures: WEI-
MusS fatigue,
MSIS-29
HRQOL,
2MWT, 10mWT
and Tinetti bal-
ance.

Main findings: Inpatient
rehabilitation reduced fa-
tigue in both groups, but
aftercare better preserved
gains: WEIMuS improve-
ment from baseline was
16.5 vs. 7.0 at month 3 and
22.5 vs. 5.5 at month 6
(both p <0.001, IG vs. CG).
MSIS-29 improved after
rehabilitation in both
groups but remained im-
proved only in the inter-
vention group through 6
months; gait gains were
more pronounced in the
intervention group at 3
months.

Mechanism/contribution:
Digital aftercare mecha-
nism shows that internet-
based PA/exercise promo-
tion can sustain fatigue,
HRQOL and gait benefits
after MS inpatient rehabil-
itation. Evidence stratum:
Core transition evidence.

https://doi.org/10.3390/medsci14040445
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Study: Chen et
al.,, 2021 [75]
Location/Coun-
try: China

Aim: Assess
short-term
MIRT effects
across PD mo-
tor subtypes
and mainte-
nance at 3
months
Study design:
Prospective pi-
lot study

Disease group: Par-
kinson’s disease.
Population: N = 69
idiopathic PD; PIGD
n=36,TDn=19,in-
determinate n = 14; 34
men/35 women;
mean age 60.6 7.0
years; disease dura-
tion 6.0 + 3.2 years;
mean H&Y 2.5+ 0.5;
H&Y <3.

Rehabilita-

tion/discharge an-

chor: Two-week
inpatient MIRT, 5
days/week, four
daily sessions, in-
cluding one-to-
one physiother-
apy, cue-based
treadmill/balance
training, aerobic
training and
speech therapy.

Post-discharge con-
tinuity component:
Remote home reha-
bilitation health-edu-
cation platform in-
troduced at dis-
charge; patients
asked to sign in after
daily home exer-
cises.

Comparator: No
external control
Follow-up dura-
tion: Discharge
assessment and
3-month patient-
reported follow-
up; follow-up
data in n = 66.

Outcome
measures:
MDS-UPDRS
111, M-PAS, BBS,
10MT, 6MWD,
FTSTS, TUG
and 3-month
patient-reported
duration/grade
of effect.

Main findings: All pa-
tients improved after
MIRT: MDS-UPDRS 111
29.0£10.7 to 24.3 +10.4,
M-PAS 52 to 54, BBS 54 to
55, 6MWD 465 to 510 m,
and TUG 9.6 to 8.5s (all p
<0.001). MDS-UPDRS III
change was greater in
PIGD than TD after adjust-
ment (-5.6 +4.9 vs. =35+
3.8; p=0.021). Three-
month follow-up sug-
gested effect maintenance
for 1-3 months, without
significant between-sub-
type differences.

Mechanism/contribution:
Subtype-specific carry-
over mechanism links
short inpatient MIRT and
remote home education
with short-term motor
gains across PD subtypes,
while identifying stronger
early MDS-UPDRS III re-
sponse in PIGD. Evidence
stratum: Return-
home/community re-entry
evidence.

Study: Kuendig
et al., 2022 [76]
Location/Coun-
try: Switzerland

Aim: Evaluate
whether 3-week
inpatient reha-
bilitation im-
proves daily PA
and walking ca-
pacity in MS
with moderate-
to-severe walk-
ing disability
Study design:
Exploratory ob-
servational
study

Disease group: Mul-
tiple sclerosis.
Population: N =24
MS patients; mean
age 50.8 +11.1 years;
female 50%; median
MS duration 13.0
years [IOR 4.8-17.0];
median EDSS 6.0
[4.5-6.5]; PPMS n =6,
SPMS n =8, RRMS n
=10.

Rehabilita-
tion/discharge an-

chor: Three-week before rehabilitation,
inpatient multidis- 1 week after rehabili-

ciplinary rehabili-

tation for moder-
ate-to-severe

walking disability.

Post-discharge con-
tinuity component:
Home measurement
of physical activity

tation and 3 months
after inclusion; no
PA-specific behav-
ioural intervention
during rehabilita-
tion.

Comparator: No
comparator
Follow-up dura-
tion: Before/after
rehabilitation
and 3-month fol-
low-up.

Outcome
measures: Ac-
celerometer-
based daily PA,
2MWT, TUG,
FSMC mo-
tor/cognitive fa-
tigue and
HADS mood.

Main findings: Rehabilita-
tion improved walking ca-
pacity (+17 m; +20.2%; ES =
0.74; 95% CI 0.31-1.16) and
mobility (TUG -2.1s;
-14.9%; ES = 0.65; 95% CI
0.22-1.07), as well as mo-
tor fatigue (ES = 0.56) and
cognitive fatigue (ES =
0.44). Daily PA did not im-
prove; at 3 months PA was
reduced by a median 30
min/day (p = 0.0055).

Mechanism/contribution:
Capacity-to-performance
gap mechanism demon-
strates that improved
walking capacity and fa-
tigue after MS rehabilita-
tion may not translate into
real-world PA without be-
havioural aftercare. Evi-
dence stratum: Return-
home/community re-entry
evidence.

https://doi.org/10.3390/medsci14040445
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Aim: Test
whether inpa-
tient energy

management
education plus
HIIT i i
Study: Patt et al., to Pf/[slypilsor
2023771 moderatepcon
Location/Coun-

try: Switzerland

tinuous training
for HRQOL at 6
months
Study design:
Randomized
controlled su-
periority trial

Disease group: Mul-
tiple sclerosis.
Population: N =106
fatigued pwMS;
IEME + HIIT n =53
and PMR + MCT n =
53; mean age 49.75 +
9.87 years; female
66%; EDSS 4.64 +
1.32; FSMC 2 43 and
EDSS <6.5.

Rehabilita-
tion/discharge an-
chor: Three-week
inpatient multidis-
ciplinary rehabili-
tation plus twice-
weekly educa-
tion/relaxation
and three weekly
endurance-train-
ing sessions.

Post-discharge con-
tinuity component:
Individual home ex-
ercise plan and a 6-
week booster letter
reminding patients
of discharge goals.

Comparator: Ac-
tive comparator:
IEME + HIIT vs.
PMR + MCT
Follow-up dura-
tion: Assess-
ments at dis-
charge, 4 months
and 6 months.

Outcome
measures: SF-36
PCS/MCS and
subscales,
FSMC, HADS,
SEPECSA, OSA
and VO2peak.

Main findings: IEME +
HIIT was not superior to
PMR + MCT for primary

SF-36 PCS/MCS at 6
months. Pairwise differ-

ences favoured IEME +

HIIT for VO2peak (p =
0.011) and SEPECSA (p =
0.032) at discharge, SF-36
mental health (p = 0.022),
HADS anxiety (p = 0.014)
and SEPECSA (p = 0.040)

at 4 months, and SF-36
physical functioning (p =
0.012) and SEPECSA (p =

0.003) at 6 months.

Mechanism/contribution:
Fatigue self-management
mechanism tests whether
energy-management edu-
cation plus HIIT strength-
ens self-efficacy and
HRQOL after inpatient MS
rehabilitation; secondary
signals support targeted
self-management. Evi-
dence stratum: Return-
home/community re-entry
evidence.

Aim: Assess
whether com-
bined inpatient

rehabilitation
and 2-year out-
Sts::rl:gz;n- patient support
Oldekamp et al., tmproves ADIT
2023 [78] and delays defi-
Location/Coun- E:;?::Ei:
try: Netherlands .
sion
Study design:

Non-random-
ized controlled
multicentre trial

Disease group: Ad-
vanced Parkinson’s
disease.
Population: Interven-
tion n = 24 and
matched control n =
19; advanced PD at
risk of nursing-home
admission. Interven-
tion: Men 54%, me-
dian age 70 years,
disease duration 8
years, H&Y IV
62.5%/V 37.5%, prob-
able PDD 54.2%, hal-
lucinations 41.7%.

Rehabilita-
tion/discharge an-
chor: Six-week in-
patient multidisci-
plinary rehabilita-

tion and medica-

tion optimization

at a Parkinson ex-
pertise centre.

Post-discharge con-
tinuity component:
Two-year individu-
alized outpatient
multidisciplinary
support via Parkin-
sonNet-trained pro-
fessionals; focus on
ADL, medication
and home living.

Comparator:
Matched usual-
care/nursing-
home controls
Follow-up dura-
tion: 2-year fol-
low-up.

Outcome
measures:
ALDS, inde-
pendent home
living, LEDD,
SCOPA-SPES,
SCOPA-COG,
NPI-Q and BDI.

Main findings: After inpa-
tient intervention, 20/24
patients (83.3%) returned
home; 13/20 (65%) still
lived at home at 2 years.
ALDS remained near base-
line in the intervention
group (59.28 to 62.61; p =
0.140) but declined in con-
trols (69.33 to 29.33; p =
0.017); between-group p =
0.002. LEDD increased by
median 495 mg in the in-
tervention group (p =
0.002).

Mechanism/contribution:
Institutionalization-pre-
vention mechanism com-
bines short inpatient stabi-
lization with 2-year outpa-
tient support to maintain
ADL and delay definite
nursing-home admission
in advanced PD. Evidence
stratum: Return-
home/community re-entry
evidence.
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Study: Nergaard

et al., 2024 [25]
Location/Coun-
try: Denmark

Aim: Investi-
gate whether
monthly tele-
phone or web-
based tele-
coaching after

inpatient MS re-

habilitation en-
hances long-
term HRQOL
carry-over
Study design:
Exploratory
matched-con-
trol study

Disease group: Mul-
tiple sclerosis.
Population: N =40
after inpatient MDR;
telephone n =20 and
web-based n = 20.
Neuropsychological
goal group: Tele-
phone n =18, web n =
12; physical goal
group: Telephone n =
2, webn=8.

Rehabilita-

tion/discharge an-

chor: Discharge

after 4-week inpa-

tient MDR from

Danish MS Hospi-

tals.

Post-discharge con-

tinuity component:
Monthly telecoach-
ing for 11 months:
Telephone one-to-

one coaching or text-

only web-based
coaching linked to
personal rehabilita-
tion goals.

Comparator:
Matched wait-
list and treat-
ment controls
from parent trial
Follow-up dura-
tion: 6- and 12-
month follow-

up.

Outcome
measures:
FAMS HRQOL;
coaching adher-
ence and call
duration.

Main findings: Adherence
was 100%; each patient
completed 9 sessions. Tele-
phone group had 180 ses-
sions, mean duration 25
min; web group required
33 unplanned calls, mean
duration 13 min. At 12
months in the neuropsy-
chological group, FAMS
difference vs. wait-list con-
trol was +15.4 (95% CI 3.5-
27.4; p =0.011) for tele-
phone coaching and +10.9
(3.3 t0 25.2; p = 0.130) for
web coaching; no benefit
was seen in the physical

group.

Mechanism/contribution:
Telecoaching mechanism:
Monthly post-discharge
coaching supports long-
term HRQOL carry-over
after MS MDR, especially
when rehabilitation goals
are neuropsychological
and coaching is synchro-
nous. Evidence stratum:
Companion/secondary re-
port.

Study: Trénel et
al., 2024 [79]
Location/Coun-
try: Denmark

Aim: Examine
differential
short- and long-
term effects of
inpatient MS re-
habilitation by
patient main fo-
cus area
Study design:
Pragmatic par-
tial crossover
randomized
controlled trial
analysis

Disease group: Mul-
tiple sclerosis.
Population: N = 405
MS patients catego-
rized by main focus
area: Resilience n =
69, cognitive function
n =62, energy n =135,
physical function n =
142 and personal
needs n =12. Groups
differed in age, MS
type, EDSS, disease
duration and baseline
FAMS (all p <0.036).

Rehabilita-

tion/discharge an-

chor: Four-week
inpatient MDR
with pre-admis-
sion patient-cen-
tred goal setting
and MFA assign-
ment.

Post-discharge con-
tinuity component:
Post-discharge fol-
low-up by MFA to
examine differential
persistence of MDR
benefits.

Comparator:
Wait-list/control
sequence
Follow-up dura-
tion: Discharge,
6-month and 12-
month follow-

up.

Outcome
measures:
FAMS total and
subdimensions;
MDR services
received by
MFA.

Main findings: All five
MFA groups improved at
discharge (FAMS change
>10.4; p <0.05). Controlled

6-month FAMS differences
were resilience +9.9 (p =
0.001), cognitive function

Mechanism/contribution:
Goal-setting mechanism
shows that patient-centred
rehabilitation goals and
main focus areas shape

+5.6 (p = 0.196), energy +8.5 both MDR content and the

(p = 0.008), physical func-
tion -1.4 (p = 0.548) and
personal needs +17.9 (p =
0.012), indicating variable
persistence by goal do-
main.

durability of post-dis-
charge HRQOL gains. Evi-
dence stratum: Compan-
ion/secondary report.
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Study: Gunzler

et al., 2025 [80]

Location/Coun-
try: USA

Aim: Evaluate
whether >3
daily mobiliza-
tions during
hospitalization
are associated
with LOS and
home-to-home
discharge in PD
Study design:
Retrospective
propensity
score-matched
study

Disease group: Par-
kinson’s disease.
Population: From
25,555 admitted pa-
tients, 612 had PD.
After matching, PD
mobility group n =
153 and no-mobility
group n =153;
matched controls
without PD n = 6239
per group. PD pa-
tients were older and
more often male than
controls.

Rehabilita-

tion/discharge an-

chor: Acute inpa-
tient hospitaliza-

tion; excluded ob-
stetrics, rehabilita-

tion admissions
and ICU stay >24
h.

Post-discharge con-
tinuity component:
Move to Heal inpa-
tient mobility expo-
sure: >3 mobiliza-
tions/day vs. <3 mo-
bilizations/day;
aligned with Parkin-
son’s Foundation
Hospital Care Rec-
ommendations.

Comparator:
Lower-mobility
comparator
Follow-up dura-
tion: Discharge
outcomes and
30-day readmis-
sion.

Outcome
measures:
Length of stay,
home-to-home
discharge, 30-
day readmis-
sion, insurance
payout and
complications.

Main findings: In PD, 23
daily mobilizations were
associated with a 0.79-day
shorter LOS (p = 0.019) and
higher model-estimated
probability of home-to-
home discharge (65% vs.
50%; p = 0.004). In controls,
LOS was 0.35 days shorter
(p <0.001). Mobility did
not significantly affect 30-
day readmission.

Mechanism/contribution:
Mobility-readiness mecha-
nism links inpatient mobi-

lization frequency with
shorter hospitalization and
greater probability of
home-to-home discharge
in PD.

Evidence stratum: Return-
home/community re-entry

evidence.

Study: Alnes et
al., 2026 [81]
Location/Coun-
try: Norway

Aim: Examine
6-month indi-
vidualized
mHealth self-
management
support after
inpatient reha-
bilitation for
physical capac-
ity, PA,
HRQOL and
nutrition
Study design:
Single-blind
two-arm ran-
domized con-
trolled trial

Disease group: Par-
kinson’s disease.
Population: N = 100
post-rehabilitation
participants random-
ized 1:1; 40% female;
mean age 67.5 years;
H&Y stage 1-3; re-
cruited after 4-5-
week inpatient inter-
disciplinary rehabili-
tation.

Rehabilita-

tion/discharge an-

chor: Discharge
from inpatient in-
terdisciplinary

Parkinson rehabil-

itation.

Post-discharge con-
tinuity component:
Six-month individu-
alized mHealth self-
management sup-
port: Monthly
video/phone consul-
tations plus Garmin
Vivosmart 4 activity
tracker; PA, exercise
and nutrition sup-
port.

Comparator:
Usual care com-
parator
Follow-up dura-
tion: 3- and 6-
month follow-

up.

Outcome
measures:
6MWT primary;
PG-SGA SF,
PDQ-39, physi-
cal function,
self-reported
PA, daily steps
and weekly in-
tensity minutes.

Main findings: At 6
months, mHealth im-
proved 6MWT by 33.1 m
vs. control (95% CI 14.8-
51.3; p <0.001; ES=0.75)
and PDQ-39 SI by 6.1
(95% CI-9.5t0-2.8; p<
0.001; ES = 0.93). PA fre-
quency favoured mHealth
(p =0.02; ES = 0.51); daily
steps (p = 0.006) and
weekly intensity minutes
(p =0.042) increased. No
significant differences
were found for nutritional
status or physical function.
In the mHealth group,
88% completed all six sup-
port sessions and 72%
used the tracker for a me-
dian 23 weeks.

Mechanism/contribution:
MHealth self-management
mechanism extends inpa-
tient PD rehabilitation into
daily life through remote
coaching, self-monitoring
and nutrition/PA support,
improving physical capac-
ity, HRQOL and activity.
Evidence stratum: Core
transition evidence.

https://doi.org/10.3390/medsci14040445
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Study: Friedrich
et al., 2026 [82]
Location/Coun-
try: Germany

Aim: Character-
ize domain-spe-
cific effects, re-
sponse predic-
tors and 3-
month persis-
tence after inpa-
tient PD-MCT
Study design:
Two-centre pro-
spective open-
label cohort
trial

Disease group: Par-
kinson’s disease.
Population: N =109
screened; n = 67 base-

Rehabilita-

Main findings: PD-MCT
improved motor symptom
severity (MDS-UPDRS III
-5.2 +10.6), overall motor
function (MDS-UPDRS 1T +

Mechanism/contribution:
Multimodal complex-

Post-discharge con- Outcome treatment carry-over
line; n =53 discharge tion/discharge an- tinuity compgonent' measures: II+1IV-10.6 £10.7) and mechanism mapys short
complete-case; n =44 chor: Inpatient PD *  Comparator: No ’ oL (PDQ-39 -9.3 + 16.2).

P . P Three-month struc- P MDS-UPDRS QoL (PDQ ) term PD-MCT effects
at 3-month follow-up. multimodal com- comparator Symptom burden de-
L. . tured telephone fol- II/III/1IV, PDQ- across motor, non-motor,
Advanced idiopathic plex treatment for Follow-up dura- creased from 6.1 + 1.8 to .

low-up on symptom . . 39, NMSQ, BDI, .. cognitive and QoL do-
PD; mean age 70.7 + 14-21 days at two . tion: Discharge 4.1+2.0 (p<0.001). Clini- . . . .

burden, physical ac- MoCA/PANDA, . mains and identifies high

7.5 years; female German centres; . and 3-month fol- .. cally meaningful MDS-UP- .
. . . tivity and continua- TUG, Tinetti, baseline burden as a re-
45.3%; median dis- OPS-standardized . . low-up. DRS III response occurred . .
. . . tion of supportive FRT, 6MWT . sponse signal Evidence
ease duration 11 multiprofessional therapies and NHPT in 32/53 (60.4%); 10/53 stratum: Return
years; median H&Y care. P were stable and 11/53

2.5; MDS-UPDRS 11T
35.6 +13.1; PDQ-39
53.2+18.9.

worsened. Higher baseline
motor burden and poorer
QoL predicted larger

home/community re-entry
evidence.

short-term gains.

Abbreviations: 2MWT = Two-Minute Walk Test; 6MWT = Six-Minute Walk Test; 10MT/10mWT = 10-Meter Walk Test; ADL = activities of daily living; ALDS =
Amsterdam Linear Disability Scale; BBS = Berg Balance Scale; BDI = Beck Depression Inventory; EDSS = Expanded Disability Status Scale; FAMS = Functional
Assessment of Multiple Sclerosis; FGS = fast gait speed; FIM = Functional Independence Measure; FRT = Functional Reach Test; FSMC = Fatigue Scale for Motor
and Cognitive Functions; GHQ = General Health Questionnaire; HADS = Hospital Anxiety and Depression Scale; HIIT = high-intensity interval training; HRQOL
= health-related quality of life; IEME = inpatient energy management education; LEDD = levodopa-equivalent daily dose; MDR = multidisciplinary rehabilitation;
MFA = main focus area; MIRT = multidisciplinary intensive rehabilitation treatment; MoCA = Montreal Cognitive Assessment; MS = multiple sclerosis; MSIS-29 =
Multiple Sclerosis Impact Scale-29; mHealth = mobile health; MDS-UPDRS = Movement Disorder Society-Unified Parkinson’s Disease Rating Scale; NHPT = Nine-
Hole Peg Test; NMSQ = Non-Motor Symptom Questionnaire; NR = not reported in the available PDF/extraction; PA = physical activity; PD = Parkinson’s disease;
PD-MCT = Parkinson’s disease multimodal complex treatment; PDQ-39 = Parkinson’s Disease Questionnaire-39; PG-SGA SF =Patient-Generated Subjective Global
Assessment Short Form; PMR = progressive muscle relaxation; PP = primary progressive; RR = relapsing-remitting; SAMS = Stendal Adherence to Medication
Score; SCOPA = Scales for Outcomes in Parkinson’s Disease; SEPECSA = Self-Efficacy for Performing Energy Conservation Strategies Assessment; SF-36 = 36-item
Short Form Health Survey; SP = secondary progressive; SUS = System Usability Scale; TD = tremor dominant; TUG = Timed Up and Go. Evidence categories are

standardized as core transition, return-home/community re-entry, adjacent continuity, or companion/secondary report.
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MS studies consistently framed the discharge period as a challenge of translating re-
habilitation gains into daily life. Early longitudinal evidence showed that disability, hand-
icap and emotional well-being benefits after inpatient rehabilitation could persist for
months despite neurological progression [21]. Home-based multidisciplinary manage-
ment improved selected health-related quality-of-life domains without increasing costs
[22]. Later trials and follow-up studies from the Danish MS Hospitals program showed
that inpatient multidisciplinary rehabilitation produced short- and longer-term quality-
of-life benefits, but the magnitude and persistence of gains varied by patient focus area,
baseline needs and rehabilitation goals [70,73,79]. Digital aftercare and telecoaching stud-
ies suggested that fatigue, physical activity, self-management and neuropsychological
goal carry-over may require structured support after discharge rather than passive in-
struction alone [24,25,77].

PD studies mapped a related but disease-specific transition problem. Intensive inpa-
tient rehabilitation and multimodal complex treatment were associated with short-term
motor, functional or quality-of-life gains, with partial persistence after discharge in sev-
eral cohorts [68,69,71,75,82]. The strongest return-home signal came from advanced PD,
where a combined 6-week inpatient multidisciplinary program followed by 2 years of
outpatient support stabilized activities of daily living and delayed definite nursing-home
admission in many treated patients [78]. Other work identified medication continuity and
early mobilization as transition-relevant safety domains: Unintended medication changes
occurred after discharge in people with PD, and inpatient mobility was associated with
shorter length of stay and higher probability of home-to-home discharge [74,80]. Post-
rehabilitation mHealth support extended inpatient rehabilitation into daily physical-ac-
tivity and nutrition self-management, with improved walking capacity, activity and qual-
ity of life at 6 months [81].

3.5. Amyotrophic Lateral Sclerosis: Home-Based, Telehealth, Respiratory and Palliative Care
Continuity

All 22 ALS reports were classified as adjacent continuity evidence (1 = 16; 72.7%) or
companion/secondary reports (1 = 6; 27.3%). None met the operational definition for in-
dependent core transition or return-home/community re-entry evidence. The ALS litera-
ture focused on home-based multidisciplinary continuity, respiratory support, telehealth,
telemonitoring, nutritional and equipment management, caregiver support, palliative
care continuity, advance care planning, and end-of-life pathways [83-104]. Because these
functions are repeatedly activated by progression or changing needs rather than by one
discharge event, they were described within adjacent continuity as a continuous, progres-
sion- or needs-triggered continuity pathway. This subdescriptor did not change report
allocation or counts. These findings therefore inform continuity components and imple-
mentation requirements more directly than the effectiveness of a discrete discharge
model. Study-level details are presented in Table 3.
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Table 3. Home-based, telehealth, respiratory, multidisciplinary and palliative care continuity evidence in amyotrophic lateral sclerosis. This table summarizes
studies in which home-based multidisciplinary care, telemedicine, telemonitoring, non-invasive ventilation support, respiratory or nutritional continuity, case

management, caregiver support, specialist palliative care, or end-of-life care pathways represented the main continuity-of-care component.

Care Setting and

Care Model or Technology, Respira-

Key Transition Mecha-

Author, Year
! Aim and Study ALS Population Char- tory, Nutritional or
[Ref.]/Loca- . y P . .. Transition An- Continuity Compo- Y. .. Outcome Measures Main Findings nism and Contribution
. Design acteristics Palliative Compo- .
tion/Country chor nent nent to the Evidence Map
Main findings: Office
. ALS population: N = Care set- Care model/conti- . visits, emergency room Mechanism/contribu-
Aim: Test . . . .. . Technology/respira- .. ; . .
40 consecutive venti-  ting/transition nuity component: ‘s . visits and hospital ad-  tion: Respiratory tele-
whether mo- . . . tory/nutritional/palli- Outcome measures: . . Lo .
lated ALS patients as- anchor: Home Control: Office vis- . .. missions were signifi- monitoring mechanism:
dem-based NIV . . . ative component: Office visits, emer- K .
o signed by residence; NIV follow-up its at NIV onset, 2-3 . . .. cantly lower in the tele- Remote NIV data review
. telemonitoring GoodKnight 425ST bi- gency room visits, .
Study: Pinto et control n =20, tele-  after NIV adap- weeks, then every 3 . L. monitoring group (p < can reduce healthcare
reduces L . K . level NIV with inter- and admissions; NIV . . .
al., 2010 [83] ... monitoring n =20, with  tation; office-  months. Interven- . 0.0001). Compliance  utilization while sup-
. healthcare utili- | . . . . nal modem; remote  compliance and set- . . . . . L
Location/Coun- . 1 intervention dropout based monitor- tion: Modem-con- . . did not differ; setting porting setting optimiza-
zation . . transmission of usage, ting changes; ALSFRS .
try: Portugal . analysed asn=19. Age  ingversus  nected ventilator re- - changes were more fre- tion.
Study design: . . pressures, volumes, and respiratory sub- . . .
. 18-75 y; no respiratory weekly remote  view weekly and . . ... quent during initial ad- Evidence stratum: Adja-
Prospective, . . . . . respiratory rate, leaks, scores; survival with . L. .
sinele-blinded insufficiency at diag- modem review  when discomfort apnoeas and settin NIV aptation but lower over cent continuity evidence;
5 . nosis; FVC >275% at  plus 3-month of- occurred; helpline P & total NIV use; survival ALS NIV telemonitor-
controlled trial . . . changes. .
baseline. fice visits. available. trend favoured tele- ing.
monitoring (p = 0.13).
Technology/respira- Mechanism/contribu-
Aim: Describe Care set- . . gy P . Main findings: The de- . / o
. . . .. Care model/conti- tory/nutritional/palli- . tion: Home ventilation
and test a wire-  ALS population: ting/transition . . vice and software were o .
ative component: Bi- monitoring mechanism,

Home-ventilated ALS
patients followed in a

less device for
real-time tele-

anchor: Home

ventilation moni-

nuity component:

Wireless instrument  directional TCP/IP

interfaced with the

modem system;
stored ventilator pa-
rameters outside hos-

pital; alerts based on
IPAP, EPAP, L:E ratio,

Study: De Al-
. y medical assis-  reference ALS clinic; toring in a multi- .
meida et al., 2010 . . L0 ventilator to record
tance in home-  exact patient N NR. disciplinary ALS . )
[84] . . . L : and transmit venti-
. ventilated ALS Clinic context included clinic; designed .
Location/Coun- . latory data; physi-
trv: Portucal Study design:  about 170 ALS pa- to support re- cian could review
y & Technical feasi- tients, about 100 using mote NIV fol- data and adiust set
bility/imple- GoodKnight 4255T low-up in the . )
. . . tings remotely or
mentation home ventilation. home environ- .
online.
study ment.

backup rate, trigger
sensitivity and rise
time. Testing accepted
errors < 5%.

Outcome measures:
Performance, reliabil-
ity, user-friendliness,
transmission robust-
ness, safety/ac-
ceptance and ventila-
tor-parameter moni-
toring.

user-friendly, robust
for data transmission
and practical for pa-
tients and therapists.
Main limitations were
need for a fixed tele-
phone line and slow
data extraction; the re-
port supported con-
trolled efficacy testing.

which establishes a tech-
nical platform for re-
mote ventilator pattern
recognition, parameter
review and early trou-
bleshooting.

Evidence stratum: Adja-

cent continuity evidence;
technical feasibility re-

port.
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Aim: Evaluate
feasibility, team
roles, interven-

ALS population: N =
40 advanced ALS pa-
tients after hospital

tion areas and .
discharge; mean age 63

Technology/respira-
tory/nutritional/palli-
ative component:
Portable pulse oxime-

Care model/conti-
nuity component:
Nurse-tutor-led

Care set-
ting/transition
anchor: Home

Outcome measures:
Call volume/type,

Main findings: Mean

follow-up 8.6 months.  Mechanism/contribu-
There were 1907 sched- tion: Nurse-tutor TAIC
uled calls and 317 un- mechanism: Scheduled
scheduled calls; 84% of and on-demand moni-
unscheduled calls were toring after discharge

Study: Vitaccaet  satisfaction . G TAIC with sched- . symptoms, oximetry, . . .
. y; 60% men; bulbar in- monitoring im- ter for daily contacts; .. managed by the nurse- provides triage, oxime-
al.,, 2010 [85]  with TAIC after . uled weekly con- . .. admissions, emer- .
. . volvement 62%; spon- mediately after respiratory physician, . . tutor. TAIC recom-  try-supported respira-
Location/Coun- discharge . o ) . tacts, unscheduled . gency visits, prescrip- .
) taneous breathing 23%,  hospital dis- . 1. .. nheurologist, psycholo- © . . mended 4/12 emer-  tory decisions and mul-
try: Italy Study design: . ) calls, multidiscipli- = . . tions, satisfaction and . o .
. . NIV 48%, invasive  charge from a re- gist and respiratory . . gency admissions and tidisciplinary escalation.
Pilot telemedi- L A nary backup and . . confidence in disease o . .
. . . ventilation 30%; gas- habilitation/ALS therapist available; . 77% of other hospitali- Evidence stratum: Adja-
cine-assisted in- . web-based elec- . . handling. . . . . .
trostomy 50%; 40 care- unit. . oximetry transmission zations. Satisfaction cent continuity evidence;
tegrated-care . tronic records. . . .
trial givers. in selected cases. with nurse assistance nurse-centred ALS home
was 79%; confidence follow-up.
improved in 71%.
Main findings: TAIC
generated 5073 calls;
78.6% were scheduled
ALS population: N = and 14.2% required di-
Aim: Describe POPYL Care model/conti- d . .
73 ALS patients after . . rect doctor involve- ~ Mechanism/contribu-
long-term TAIC . . Care set- nuity component: Technology/respira- . .
- hospital discharge, . . . . Outcome measures: ment. Steady-state ac- tion: Scalable tele-assis-
activity, nurse ting/transition = Long-term nurse- tory/nutritional/palli- . .
. ALS-FRS < 40; mean . . Number of calls/pa- tivity was about 5  tance mechanism quan-
Study: Vitacca et workload, costs anchor: Post-dis-  tutor telephone  ative component: Tel- . i .
L age 60.8 y; 60.3% male; . ; tient/month, nurse  calls/patient/month; a tifies the staffing, call
al., 2012 [86] and timing of charge home fol- TAIC using a stand- ephone triage, pulse- . e .
. . 60.3% bulbar; sponta- . . time, feasibility/use-  nurse could follow  burden and cost profile
Location/Coun- tele-assistance . low-up froma ardized ALS-card,  oximeter support, .
. neous breathing 50.6%, . . . fulness of ALS-card, about 25 pa- needed to maintain ALS
try: Italy Study design: . : specialized reha-  scheduled and  ALS-card risk scoring, . .
. NIV 24.7%, invasive . . . . survival, costs and tients/month. Mean follow-up at home.
Prospective ser- oL bilitation hospi- symptom-triggered nurse-tutor coordina- ) . .
. . .. ventilation 24.7%; gas- . . . staffing capacity. cost was Evidence stratum: Com-
vice-utilization tal over 4 years. calls, and medical tion and cost analysis. .
stud trostomy 34.2%; ALS- second opinions EUR105.2+/-41.3 per panion report;
y FRS 28+/-9.7. P patient/month; TAIC

was proposed at about
two-thirds of disease
course.
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Aim: Test
DT popuon - S —
BEMEM 437 ALS patients and y component:
added to multi- ) Care set- Case management
R 126 caregivers en- . [ ..
disciplinary ting/transition plus usual multidis-

rolled; intervention n =
71 patients/66 caregiv-
ers, control 1 = 61/60.
Baseline ALSFRS-R
mean 32 in both

anchor: Commu- ciplinary care ver-

nity and second-  sus usual care

ary multidiscipli- alone; case manag-
nary ALS-team ers made baseline

ALS care im-
proves patient
QoL, caregiver
strain and per-

Study: Creemers
etal,, 2014 [87]
Location/Coun-

try: Netherlands

Technology/respira-

tory/nutritional/palli-

ative component: In-

dependent case man-
ager outside but

linked to ALS team;

home visits 60-180 quality-of-care ratings

min; symptom check-

Main findings: No sig-
nificant benefit was
found for ALSAQ-40
emotional functioning,
CSI or quality-of-care
ratings. CSI increased
over time in both

Outcome measures:
ALSAQ-40 Emotional
Functioning, Care-
giver Strain Index,

and ALSFRS-R over 0,

Mechanism/contribu-
tion: Case-management
mechanism tests
whether formal naviga-
tion support adds value
when multidisciplinary
ALS care is already es-
tablished; neutral com-
parative evidence.

ceived care care over 12 and 3-monthl roups (p <0.0001),
. groups; limb onset . ,y list and naviga- 4, 8 and 12 months. & . ps(p ,O 0001) Evidence stratum: Adja-
quality months. home visits with . while perceived care . .
. 73% vs. 79%; NIV/IV . tion/support func- . . . . cent continuity evidence;
Study design: phone/email contact : quality remained high. .

) 17% vs. 18%. .. tions. comparative case-man-
Multicentre between visits. acement RCT
cluster RCT &

Aim: Explore Mechanism/contribu-
FEXp . Main findings: Partici- ,/
perceived need ALS population: Inter- . . tion: Relational case-
. ) Care model/conti- Technology/respira- pants valued house
and added  views with N =10 pa- . . . Outcome measures: management mecha-
. Care set- nuity component: tory/nutritional/palli- o calls, ample consulta- | o
value of case tients, 10 spousal care- . .rs . Qualitative themes: . . . nism identifies the spe-
ting/transition Case management  ative component: tion time, proactive

givers and 10 profes-
multidiscipli- sionals; focus group n
nary ALS care = 20. Patients: Mean
Study design: age 61 y; disease dura-
Qualitative  tion mean 28.5 months;

study linked to slow progression n =4,
the Dutch case- medium n =4, rapid n
=2.

management in .
& anchor: Multidis- as a supplementary

ciplinary ALS  support model; ex-
care and commu- plored receptive-
nity follow-up in  ness and valued
the context of a features rather than
prior RCT. testing effective-
ness.

Study: Bakker et
al,, 2015 [88]
Location/Coun-
try: Netherlands

management
program

Home interviews, fo-
cus group, stake-
holder perspectives

on access, house calls, .

time, proactive sup-
port and emotional
support.

Need/receptiveness
and appreciated as-
pects; factors included
ALS-team function-
ing, progression rate,

care and emotional
support. Added value
was greatest when
usual care was subopti-
mal, disease progres-
sion rapid, coping pas-
sive, or social networks
limited.

personal coping and
social support.

cific coordination ingre-
dients that may matter

even when RCT-level ef-
fectiveness is neutral.

Evidence stratum: Com-
panion report; qualita-

tive perspective on
Dutch case-management
model.
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Aim: Evaluate
whether a coor-

dinated com- ALS population: N =

munity ALS 24'52 probablg or defi-

nite ALS patients fol-

Study: Cordesse network lowed in 2000-2012 in
etal, 2015 [89] changed hospi-

Ile de France; 91.5% re-

Location/Coun- talization, func- . .
gional coverage in

Care model/conti-

nuity component: Technology/respira-

Care pathway coor- tory/nutritional/palli-
dinators linking ative component:
specialist centre, Care coordination;

community profes- NIV use increased

over time; respira-

Care set-
ting/transition
anchor: Before
and after crea-

Outcome measures:
Hospitalizations,
emergency admis-
sions, ALSFRS-R
functional deteriora-

tion of a commu-

. sionals and home-
nity care net-

Main findings: Hospi-
talization variables de-
creased after network

Mechanism/contribu-
tion: Community-net-
creation. ALSFRS-R  work mechanism: Coor-
slope improved from dination across specialist
1.03+/-1.57 to
0.79+/-0.80
points/month (p =

and community services
may reduce admissions
and preserve continuity

try: France tion and sur- . . based services;  tory/nutritional inter- . 0.002). Median survival at home.
) 2012. Incident pre-net- work alongside ) . . tion slope, survival . .
vival A same medical vention details other- was 38.8 versus 25.6  Evidence stratum: Adja-
. work and network pe- the Salpétriere . and Cox models. . . .
Study design: . standards before/af- wise not fully separa- months; coordinated cent continuity evidence;
riods compared. ALS centre. . .
Before/after co- ter network crea- ble. care was associated  large coordinated-care
hort study tion. with lower mortality cohort.
risk.
in findings: Re-
Aim: Pilot fea- Technology/respira Ni:;l:tmneiltiii ete
sibility of Tele- ALS population: N = . . gy P . . 8 Mechanism/contribu-
. ) Care set- Care model/conti- tory/nutritional/palli- achieved; 80% of pa- . o
health in Motor 40 MND patients and . . . . . tion: Telehealth feasibil-
. . ting/transition nuity component:  ative component: = Outcome measures: tients and 82% of car- . .
Neuron Disease 37 carers recruited ; . . ity mechanism: Low-
Study: Hobson et anchor: TiM enabled TiM app, home re-  Recruitment/reten- ers completed 6-month

al,201900]  (LiM)plus - from a UK specialist

usual care ver- MND centre; tele-

;;CS;?&C;?I; sus usual care health n =20, control n
dom Study design: =20. Age range 30-78
18-month  y; 33% had NIV or gas-
mixed-methods trostomy (King stage
randomized 4).
feasibility study

Home/commu- weekly home symp-
nity specialist tom/function re-
MND care, with porting to specialist carer strain, weight
usual clinic invi- nurses, who could and balance; nurse

tations every 2-6 contact patients or monitoring and quali-

months. expedite care.

porting of function,
symptoms, mood,

resource use and ac-
ceptability.
tative process evalua-
tion.

tion/data completion,
QoL, ALSFRS-R, anxi- was good, and partici-
ety/depression, health  pation burden was

burden home reporting
can include severely dis-
abled MND patients and
support specialist access.
Evidence stratum: Adja-

outcomes. Retention

low. TiM was accepta-

ble, but definitive RCT L .
. . cent continuity evidence;
evaluation was judged s ; .
. . feasibility trial design.
challenging for this

complex intervention.

https://doi.org/10.3390/medsci14040445



Med. Sci. 2026, 14, 445

43 of 65

Aim: Assess
whether store-
and-forward
telemedicine

ALS population: N =
18 ALS/PLS/PMA pa-
tients completed 27 tel-

Care set-
ting/transition

Study: Pulley et anchor: Home-

al,, 2019 [91]

. emedicine encounters; i
can deliver based alternative

mean age 64 y; median

Care model/conti-

nuity component:

Trained telemedi-
cine nurse recorded
home assessment;

team reviewed dis-

Technology/respira-

tory/nutritional/palli- Outcome measures:
Patient and provider
Two iPad recordings, satisfaction; feasibility ¢

ative component:

Main findings: Patient
satisfaction was excel-
lent for all 27 visits.

Mechanism/contribu-
tion: Store-and-forward
multidisciplinary mech-

Providers generally .
anism separates home

agreed they could ob-

.. . assessment, team review
ain information, create

multidiscipli- to in-person mul- secure server, of obtaining assess- and care-plan feedback
Location/Coun- P ALSFRS-R 25.5; me- . .p . cipline-specific vid- . . & . care plans and care for P .
nary ALS care . . tidisciplinary HIPAA-compliant ment information and . to reduce travel while
try: USA . dian distance from - eos and generated . . patients, although . e
Study design: .. . . ALS clinic for pa- . videoconference, developing a care preserving multidiscipli-
I clinic 49 miles; disease . . recommendations; . some concerns re- .
Feasibility and . tients previously L. asynchronous multi- plan. . . nary input.
. R duration from onset . . neurologist dis- S . mained about time, . .
satisfaction . seen in the clinic. disciplinary review. . Evidence stratum: Adja-
median 27 months. cussed plan by equipment and lack of . )
study . . cent continuity evidence.
video/phone. physical contact.

Aim: Evaluate ALS population: N =
ALS home- 50 ALS/PMA patients
monitoring and who used telehealth:
coaching as

Care set-
18 prevalent and 32 in- ting/transition
part of special- cident users; 64% male; anchor: Home
ized care 76% ALS; mean age at monitoring inte-

Study design: diagnosis 61.4 y; ALS- grated into spe-
Prospective sin- FRS-R at monitoring cialist ALS clinic
start 38.3+/-8.1; me- care.

dian follow-up 10.8

months.

Study: Helleman
et al., 2020 [92]
Location/Coun-
try: Netherlands

gle-centre co-
hort with sur-
veys/interviews

Care model/conti-
nuity component:
ALS app self-moni-
toring plus nurse-
practitioner feed-
back and referral to
the multidiscipli-
nary team.

Technology/respira-
tory/nutritional/palli-
ative component:
ALS app for daily
well-being, weekly

Adoption, dropout,
adherence, mes-
weight, monthly ALS- sages/alerts, patient

FRS-R; message func- and professional user

tion; alerts for weight
loss, low well-being
or ALSFRS-R decline.

experiences.

Outcome measures:

Main findings: Inci-
dent-patient adoption
was 80% and dropout

4%. Good adherence

was 49% for well-be-

ing, 83% for body
weight and 87% for
functional assessment. back maintain continuity
Patients sent 2003 mes-

Mechanism/contribu-
tion: App-based moni-
toring mechanism: Reg-

ular self-monitoring,

alerts and nurse feed-

between clinic visits.
sages; 899 alerts were Evidence stratum: Adja-
generated; user experi- cent continuity evidence;
ences were mainly pos-
itive.
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Study: Capozzo
et al., 2020 [93]
Location/Coun-
try: Southern It-
aly

44 of 65
Main findings: Follow-
. . . . up visit was ordered
Aim: D AL 1 :N= Technol -
e e seribe S population: N echnology/respira for 17/31 patients. One = Mechanism/contribu-
feasibility and 32 selected

Care model/conti- tory/nutritional/palli-

acceptability of ALS/PLS/ALS-FTD pa- Care set- nuity component: ative component: Tel-
ALS telemedi- tients; 31 interviews  ting/transition = Structured tele-  emedicine question-
cine during ~ completed: 8 directly anchor: COVID- phone/cell-phone naire covering motor,
COVID-19re-  with patients and 23  era substitution telemedicine assess-  cognitive/behav-
strictions with caregivers. Mean for multidiscipli- ment by neurolo- ioural, sleep, respira-

Study design: age 65.65 y; ALS nn = 25, nary centre visits gist; video was of-  tory, nutrition, swal-
Observational ALS-FTD n =4, PLS n = in southern Italy. fered but refused by lowing, rehabilitation,

Outcome measures:
Clinical changes, fol-
low-up needs, ther-

apy renewal, urgent
hospitalization, satis-
faction and willing-
ness to continue tele-

patient required urgent tion: COVID-era telecare
hospitalization and tra- mechanism: Structured
cheostomy. Physiother- remote triage preserved
apy interruption was ALS follow-up, therapy
reported by 13/31. Sat- renewal and urgent es-
isfaction survey re-
sponse was 65%; 70%

calation during service
disruption.

medicine. were very satisfied, Evidence stratum: Adja-
telemedicine 3; mean ALSFRS-R all patients. therapy and COVID- cry satist . -9
surve 19 19 svmptoms 30% fairly satisfied, cent continuity evidence.
Y ymp and 90% wanted future
telehealth follow-up.
P Mechanism/contribu-
Main findings: Partici- | . / .
Care set- . . tion: Patient-caregiver
. . .. . pants described loneli- .\ .
. . ALS population: N=  ting/transition . Technology/respira- . transition mechanism
Aim: Describe . Care model/conti- - . Outcome measures: ness, caregiver role . .
.. 14 PWALS and 15 care- anchor: Transi- . tory/nutritional/palli- o maps the lived transi-
ALS transitions . . . nuity component: . Qualitative themes:  change and total re- . ..
. givers from a multidis-  tions to home 4 . ative component: . . . D . ) tions that continuity
Study: Munan et experienced by © . .. . No intervention; Social relationships, sponsibility. Early in- .
. ciplinary ALS clinic; mechanical ven- . HMV/BPAP, PEG, . . . models must anticipate,
al., 2020 [94] patients and o semi-structured . . caregiver role, medi- formation and adop- . .
. . PwALS mean age tilation, PEG, as- . . mobility equipment, . . especially devices, de-
Location/Coun-  caregivers . . . home interviews . . cal devices, future de- tion of HMV, PEG and .
. 69.7+/-9.3 y; caregivers sistive communi- assistive communica- . . ) L pendency, communica-
try: Canada Study design: with PwALS-care- cision-making and ~ communication aids

2.5+/-11.7 tion technol- tion technol ACP
Qualitative de- mean age 62.5+/ cation techno giver dyads, ana- ion technology, AC

scriptive study y; mean time since di- ogy, dependency lysed thematically. and social support
agnosis 2.9+/-2.7 y.  and future plan- themes.
ning.

communication tran-
sitions.

tion loss and ACP.

linked to bett
were finied to better Evidence stratum: Adja-

QOL; participants cent continuity evidence
. . nt continuity evi ;
wanted earlier ACP in- o 4 L !
. qualitative transition ev-
formation.

idence.
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Technology/respira-

Main findings: Four
providers completed

Mechanism/contribu-

?nlfﬁtli‘]]saclluaht_e ﬁ;ii(;pu:;:zgg_z tin;::;fseitt-ion Care model/conti- tory/nutritional/palli- 31&:;?:;5?::?:& tion: Multidisciplinary
narv ALS tzle rolled: ap e at onset anchor: Tele nuity component: ative component: Tel- Outcome measures: changed in 11/19; 2/19 televisit mechanism: Re-
Study: De hea)ith durine 5148+ /_'1 Zgl 3 v: female me dicine: substi Video televisits by emedicine platform; Medication changes, neo dge d ureent ’neu mote neurology, nutri-
Marchi et al., & > eIy . neurologist, dieti-  neurological, nutri- ~ ALSFRS-R, BMI/ca- gent b tion, psychology and
COVID-19 and 63%; spinal onset 79%; tution for sched- | . . i L. mology and started . .
2021 [95] ationt satisfac- median disease dura- uled multidisci- S psychologist  tional, psychological loric intake, HADS, NIV: 9/16 required de- physiotherapy can triage
Location/Coun- p and physiotherapist and physiothera ALSAQ-40 § q symptoms, NIV needs
tion tion 10 months; ALS- plinary ALS vis- Py P Py Py ’ vice prescription. ALS- ymp ’
try: Italy Studv design: FRS-R 32,05+ /_'9 9 at ts durin using the IoMT monitoring; Barthel/Borg/VAS, de- FRS-R monthlv decline and devices during dis-
Obsei’vatioial. televisitlonset' i\HV March M§y Connected Care  NIV/pneumology re- vices and satisfaction. was 0.88 be fgre tele rupted in-person care.
pilot study 5/19; PEG 1/19. 2020. platform. ferral and device pre- visit and 049 during " dence stratum: Adja-
scriptions. .. °  cent continuity evidence.
televisit; BMI/caloric
intake remained stable.
Aim: Evaluate Main findings: Patient
nat1onw1d'e M ALS population: ALS . adoption durmg pilot Mechanism/contribu-
plementation of . . Care set- . Technology/respira- was 67.2%. Patients . .
ALS home H&C implemented in ting/transition Care model/conti- tory/nutritional/palli rated care concept 8/10 tion: Implementation
monitorine and 10 multidisciplinary anchor: Home nuity component: Zive com one};t' Outcome measures: and app 7/10 Pfovi d mechanism identifies re-
Studv: Dontie et Coachif rehabilitation settings; monito.rin in E-health monitoring ALS H&C 5 /We'b Acceptability, appro- ors raFeIZl care' concept quirements for scaling
Al },2'022 [ 3 6] Stud des;g - 86 patients started pi- multidisci I?nar of well-being, ortal im lgrienta priateness, feasibility, 7/10 and SUS Pt ALS home monitoring
Loc;tion/Coun Im lefnenta%io.n lot, 71 completed eval- ALS rehal:l;ilita—y weight and func- I:)’cion ;cticf)n lans fidelity, sustainability, 58.8+/-11.3. Seven of beyond an expert centre,
try: Netherlands s};ud usin; uation; 76/148 tion teams after tional status, with healthcare fotocc;l technology ac- nin;e teams. c.om letin, including usability, fi-
Ty Y & healthcare providers healthcare coach P " ceptance and usabil- | ompetng delity and EHR integra-
participatory scale-up from the app messages and . implementation contin- .
feedback and team ity. tion.

. responded. Patient me-
action research = _. .
dian age 61 y; median

and implemen- ALSFRS-R 37.

tation frame-
works

Utrecht ALS

.. integration.
clinic.

monitoring fre-
quency.

ued ALS H&C; two
stopped, mainly due to
platform-integration is-

Evidence stratum: Com-
panion report;

sues.
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Aim: Assess at-
home NIV initi-

ALS population: N =
265 ALS patients with
NIV indication; at-

Care set-

Care model/conti-
nuity component:

Mechanism/contribu-
tion: Home NIV initia-
tion mechanism: Struc-
tured physiotherapist-

Main findings: At 30
days, adherence > 4
h/day was 66% overall,

Technology/respira-
tory/nutritional/palli-

. Outcome measures:
ative component: Lu-

ation with tele- NIV adherence >4  70% at home and 52%
. o home initiation n =184, ting/transition = 30-day at-home mis VPAP/Airview . / . / led home initiation plus
Study: Reginault monitoring . ) . L o h/day at day 30; noc- in hospital (p = 0.018). o
; in-hospital n=81.  anchor: NIV ini- NIV initiation pro- telemonitoring; home . . telemonitoring can ac-
etal, 2023 [97] compared with . . . .. turnal hypoxaemia At-home initiation was
. . .. .. .. Meanage68+/-11y; tiationathome tocol with special- visits days 1, 3 and 30; . . celerate NIV access and
Location/Coun- in-hospital initi- . . . S correction; prescrip-  faster (8.7+/-6.5 vs. .
. 63% male; bulbar versus hospital  ized physiothera- telemonitoring/phone o monitor early adher-
try: France ation . L tion-to-initiation de- ~ 29+/-31.1 days, p <
. symptoms 53%; mean in a French ALS pist visits, telecon- on days 2 and 10; noc- . ence.
Study design: . . . lay; leaks/AHI/respir-  0.001). In adherent . .
. time from symptom centre. sultations and tele-  turnal oximetry on . Evidence stratum: Adja-
Retrospectlve . L. . atory rate. home patients, noctur- L. .
onset to NIV initiation monitoring. day 30 in adherent . cent continuity evidence;
cohort study . nal hypoxaemia was . .
29+/-25 months. home patients. . oo home respiratory conti-
corrected in 79%. .
nuity.
Main findings: Tele-
Aim: Evaluate . Care model/conti- health was viable and =~ Mechanism/contribu-
s ALS population: N = . . )
feasibility and 46 ALS patients: 32 Care set- nuity component: Technology/respira- well accepted. The tion: Telehealth access
acceptability of p ’ ting/transition = Multidisciplinary tory/nutritional/palli- Outcome measures: most frequent topics =~ mechanism supports
male/14 female; mean ] . . o
N telehealth for . anchor: Home- Teleconsulta plat- ative component: Tel-  ALSFRS-R, King were respiratory ad-  multidisciplinary ALS
Study: Fidelix et ... . .. agebb.8y; mean dis- . . .
al,, 2023 [98] multidiscipli- tance 115 km. Soinal based teleconsul- form with neurolo- econsulta or Google  stage, symptoms, justments (58%), medi- follow-up for advanced
i nary ALS care 1 oP tations for pa-  gist, motor/respira-  Meet; phone calls medication, equip- cation adjustments or geographically dis-
Location/Coun- e onset 78%; King stage . . . . . . .
trv: Brazil in a Brazilian 4b 59%: ALSFRS-R < 39 tients with at  tory physiothera- ~ when internet/plat- ment, exams, satisfac- (39%) and gastrostomy tant patients, especially
: o) - . . .. . . . . .
Y reference centre in 78%: NIV 54%. gas least one previ- pists, speech/swal- form access limited; tion and teleconsulta-  (28%). Satisfaction  respiratory and medica-
Study design: ’ '8 ous in-person low therapist, dieti- caregiver participa- tion topics. questionnaires were tion management.
: trostomy 26%, trache- . . . . .
Retrospective ostomy 119 ALS evaluation. cian and psycholo-  tion when needed. completed by 36 pa- Evidence stratum: Adja-
cohort study Y gist. tients and 33 caregiv- cent continuity evidence.

ers.
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Study: Bublitz et
al., 2024 [99]
Location/Coun-
try: Germany

Aim: Evaluate
feasibility and

satisfaction of a

specialized
homecare ALS

neuropalliative

model
Study design:
Longitudinal
cohort study

ALS population: N =
94 patients in
homecare project; 88
patients and 74 care-
givers enrolled. Mean
age 67.8+/-11.2 y; 52%
male; limb onset
73.9%, bulbar 22.7%;
initial ALSFRS-R
27.9+/-7.5; NIV 45.5%,
gastrostomy 36.4%.

Care set-
ting/transition
anchor: Home-

based specialized fessional home vis-

ALS care for pa-

Technology/respira-

Care model/conti- tory/nutritional/palli-

nuity component:  ative component:

Regular multipro- Neuropalliative care,
home blood-gas

its by neurolo- checks in 39 cases,

tients unable to gists/palliative phy- NIV coordination, 24-
attend outpatient sicians, nurse, social h nursing organiza-

care in the Mu-
nich region.

worker and chap-  tion, hospice/pallia-
tive linkage and care-

giver support.

lain.

Outcome measures:
Home visits, care du-
ration, place of death,
satisfaction, caregiver

burden, SAHD and
end-of-life care qual-

ity.

Main findings: Total
home visits = 1128;

mean care duration 282

days overall and 221
days in deceased pa-
tients. Among 49 de-
ceased patients, 61%
died at home. Patient
satisfaction was high
(ICECAP-SCM 23.7/28;
CollaboRATE 10.6/12);
caregiver end-of-life
care rating was high
(CEQUEL 24.9/26).

Mechanism/contribu-
tion: Home neuropallia-
tive mechanism: Multi-
professional home visits

bridge immobility-re-
lated access barriers and
allow many patients to
remain at home through

end of life.
Evidence stratum: Adja-
cent continuity evidence.

Study: Kim et al.,
2025 [100]
Location/Coun-
try: South Korea

Aim: Describe
video televisits
in home-based
ALS medical
care

ALS population: N =
69 of 85 registered
PALS received video
televisits. Median age
66 y; 53.6% female;
71% non-ambulatory,

Study design: 27.5% assisted ambula-

Retrospective

tory; median ALSFRS-

cross-sectional R 26; 82.6% nutritional

study

support; 78.3% home
ventilator.

Care set-
ting/transition
anchor: Home-
based medical

care team follow-
up at a tertiary
hospital during
temporary tele-
medicine permis-
sion.

Care model/conti- Technology/respira-

nuity component: tory/nutritional/palli-
Video televisits ative component:
within HBMC Video telemedicine;

clinic; often con-  nutritional support,

Outcome measures:
Televisit topics,
equipment needs,

ducted with care gastrostomy/NG tube, acute issues, ACP dis-

partners and com-
bined with home
visits for patients

NIPPV, tracheostomy
invasive ventilation,
equipment manage-

living in Seoul. ment and ACP.

cussions and fre-
quency of televisits.

Main findings: Dis-
ease-related symptoms
were addressed in
100% of patients;
equipment manage-
ment in 92.8%; acute
health issues in 52.2%;
ACP/goal-of-care dis-
cussions in 14.5%. Dur-
ing follow-up, ventila-
tion support increased
to 88.4% and tracheost-
omy to 44.9%.

Mechanism/contribu-
tion: Home-based tele-
visit mechanism uses
video visits to manage
symptoms, equipment,
acute issues and ACP for
advanced, mobility-lim-
ited pALS.
Evidence stratum: Adja-
cent continuity evidence.
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Aim: Describe
ALS patients ~ ALS population: N = Care set-
admitted toa 82 ALS patients; mean ting/transition

Study: Mer-  specialist home age 68 y; 34 female/48 anchor: Admis-

cadante etal, palliative care  male; bulbar n =33, sion to specialist

2025 [101] program and spinal n = 45, mixed n = home palliative
Location/Coun- their disease 4; dementia n =17, care in a large

try: Sicily, Italy trajectory Karnofsky mean 38.  southern Italian
Study design: Deceased n =31, living home-care pro-
Retrospective 1 =51 at study end.

cohort

gram.

Care model/conti-

nuity component: Technology/respira-

Outcome measures:

Dedicated ALS  tory/nutritional/palli- )
L . Vital support,
home palliative ative component:
i . ) ACP/shared care
team with physi- NIV, mechanical ven- . .
planning, hospi-

cians, nurses, social tilation/tracheostomy,
workers, psycholo- gastrostomy, nasogas-
gists, dieticians and  tric/parenteral nutri-
speech therapists; tion, shared care plan-
external neurol- ning and palliative se-
ogy/pneumology dation.
consultation.

tal/hospice admis-

duration.

Main findings: Home-
care duration averaged
287 days in deceased

Mechanism/contribu-
tion: Home palliative
patients and 437 days  trajectory mechanism:
in those living. No pa-  Specialist home pallia-
tient had a living will; tive care provides longi-
shared care planning tudinal respiratory/nu-
was documented in 21.  tritional support and

sions, withdrawal of Vital support increased creates opportunities for
support, palliative se-
dation and home-care during care; NIV use Evidence stratum: Com-

from 39 at start to 52 shared planning.

during home care was panion report; Mer-

associated with shared cadante ALS home palli-
care planning (OR
12.626; p = 0.001).

ative care program.
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Aim: Analyse
type, order and
timing of pallia-
tive care use in
the last year of
life and its asso-

Study: Schmidt  ciation with

etal., 2025 [102] end-of-life
Location/Coun- quality indica-
try: Germany tors
Study design:
Retrospective

German claims-
based se-
quence-analysis
study

ALS population: N =
1295 decedents with
ALS and no concurrent
cancer; 695 (53.7%) re-
ceived palliative care

and 600 did not. Over- anchor: Last 365 man-Wunsch se-

all median age 73 y
(IQR 65-79), 56.1% fe-

male, CCI median 3 PPC/SPHC, inpa- clustering of pallia-

(IQR 2-5). Palliative
care group: Median
age 72y, 59.9% female;
no-care group: Median
age 74 y, CCI median
4.

Care set-
ting/transition

days before
death; outpatient

tient palliative
care and hospice
claims.

Main findings: Pallia-
tive care was used by
695/1295 (53.7%).
Within palliative care
users: PPC 496 (71.4%),
SPHC 400 (57.6%), IPC
138 (19.9%) and hos-
pice 94 (13.5%). Nine
clusters were identi-
Outcome measures: fied. Compared with
Palliative care uptake no palliative care, palli-
and pathway clusters;
30-day end-of-life
quality indicators;
place of death.

Technology/respira-
tory/nutritional/palli-
ative component:
Claims-based PPC,
SPHC, inpatient palli-
ative care (IPC) and
hospice coding; se-

Care model/conti-
nuity component:
Temporal Needle-

uence alignment .
! & ative care users had

lower hospital stays
(38.0% vs. 60.3%), ICU
stays (5.9% vs. 19.7%),
emergency service use
(29.6% vs. 52.0%), me-
chanical ventilation
(4.6% vs. 19.8%) and
hospital deaths (24.3%
vs. 53.5%). Late inpa-
tient-only palliative
care showed high hos-
pital death (93.2%).

plus hierarchical

tive care pathways; quence timing; emer-
P yd, gency, hospital, ICU,

clusters compare .
P PEG, mechanical ven-

with no-palliative

tilation and place-of-
care group.

death indicators.

Mechanism/contribu-
tion: Palliative pathway-
sequencing mechanism
not only access but also
the timing/combination
of PPC, SPHC, IPC and
hospice structures end-
of-life service use.
Evidence stratum: Adja-
cent continuity evidence;
claims-based pathway

mapping.
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Main findings: No pa-
tient had a DAT/living
will; only 1/68 (1.5%)
. had ACP before home
Aim: Assess alliative care. Vital
living will/DAT . P L Mechanism/contribu-
. Care set- Care model/conti- support at admission: et
and ACP ALS population: N= . . . . tion: ACP facilitation
. ting/transition nuity component: Technology/respira- None 40 (58.8%), tra- . .
among ALS pa- 68 ALS patients; mean . - e . Outcome measures: mechanism: Specialist
. . anchor: Special- Home palliative tory/nutritional/palli- . cheostomy + PEG 22 .
tients admitted age 68.1+/-8.54 y; 24 fe- , . . . DAT and prior ACP; home palliative care cre-
Study: Mer to specialized male/44 male; bulbar n ized home pallia- team gradually in-_ative component: ACP during home (32:3%), NIV 3 (4.4%), ates repeated, relation
¥ peciaize nake " tive care after re- troduced ACP ac- DAT/living will, ACP, g NIV +PEG1 (14%), o o repeated o
cadante etal,, home palliative =19, mixed n =4, spi- L. . . care; vital support ship-based opportunities
ferral in Sicily; cording to sensitiv-  tracheostomy/PEG . . PEG 2 (2.9%). ACP was . .
2026 [103] care, and char- nal n =45, FTD n =16; . . . . . L profile; end-of-life . for end-of-life communi-
. . . end-of-life dis-  ity/readiness; dele- choices, palliative se- . documented in 21/68 .
Location/Coun- acterize how  ALSFRS-R at admis- . . . . . choices, deaths and o . cation when formal DAT
.. . . cussions intro- gates involved dation, vital support (30.9%) during home
try: Sicily, Italy ~ACP emerges sion 21.7+/-20.5; diag-

duced after ad- when FTD or emer- at admission and end-

concordance with

care; among ACP pa-

is absent.

during home nosis-to-home pallia- .. . .. ACP/delegate deci- . Evidence stratum: Com-
. mission when ac-  gency decisions  of-life decision cate- . tients, tracheostomy .

follow-up tive care 955+/-941 o . . sions. . panion report; ACP-fo-

. ceptable to pa-  limited direct ex- gories. was accepted in 15
Study design: days. . . . o . cused Mercadante home

Prospective co- tient/caregiver. pression. (71.4%) and refused in alliative care analvsis
P 6 (28.6%), PEG was ac- © ysis.
hort .
cepted/refused in
10/10, and all agreed to
palliative sedation if
suffering.
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Aim: Charac-
terize 6-month ALS population: N =

Technology/respira-

Main findings: Over 6
months, Karnofsky de-
clined from 34.4 to 30.0
(p <0.0005), ALS-FRS-R
from 27.2t0 23.1 (p <

Mechanism/contribu-

. . Care model/conti- tory/nutritional/palli- 0.0005), total ESAS tion: Longitudinal
clinical, symp- 34 consecutive ALS pa- . . o
. . nuity component:  ative component: from 15.7t020.1 (p < home-care monitoring
tom, vital-sup- tients; mean age 69.3 y; Care set- . L . .
. .. Regular multipro- NIV initiation at Outcome measures: 0.0005) and dysphagia mechanism tracks func-
port and ACP 21 male; bulbar n =13, ting/transition ) . . . ..
Study: Mer- . . . . fessional home vis-  home, tracheost- Karnofsky, ALS-FRS-  from 1.1to 1.4 (p < tional decline, rising
trajectories after spinal n=21; mean di- anchor: Home . .
cadante et al., . . L its coordinated by omy/gastrostomy sta- R, ESAS symptoms, 0.0005). Vital support symptom burden, NIV
admission to  agnosis-to-home care palliative care af- . . . . . . .
2026 [104] specialist ALS 1003 davs: com ter referral. with specialist nurse; in- tus, parenteral nutri- dysphagia, ECAS, vi- shifted from none n= uptake and incremental
Location/Coun- p L. . S ! dividualized pallia- tion, ESAS symptom tal support, ACP/liv- 19ton=7and NIV ~ ACP within home pallia-
.. home palliative plete/partial awareness assessments at . . o . . .
try: Sicily, Italy tive, respiratory, monitoring, ECAS  ing will, deathsand  fromn="7ton=13. tive care.

care

Study design: ferrals: ALS centres n =

Prospective

longitudinal co-

hort

n=>5/23; FTD n =4; re- T0, T2, T4 and T6 .
Evidence stratum: Com-

panion report; longitudi-
nal Mercadante home
palliative care cohort.

ACP increased from n
=1to n=>5; no living
wills. Seven of 33 eval-
uable patients died at
home; no hospice ad-
missions; hospital use
was mainly planned
gastrostomy.

nutritional, speech, cognition, ACP/legal hospital/hospice use.
psychosocial, and ~ administrator and

planned hospital

transfer for PEG.

months.
21, hospital n =3, GP n

_10. medical support.

Abbreviations and notes: ACP = advance care planning; ALS = amyotrophic lateral sclerosis; ALS-FRS-R = ALS Functional Rating Scale-Revised; ALSAQ-40 = ALS
Assessment Questionnaire-40; BPAP = bi-level positive airway pressure; CCI = Charlson Comorbidity Index; DAT = Dichiarazione anticipata di trattamento/living
will; ECAS = Edinburgh Cognitive and Behavioural ALS Screen; ER = emergency room; ESAS = Edmonton Symptom Assessment System; FTD = frontotemporal
dementia; GP = general practitioner; HBMC = home-based medical care; HMV = home mechanical ventilation; ICU = intensive care unit; MV = mechanical venti-
lation; NG = nasogastric; NIV = non-invasive ventilation; NR = not reported; PEG = percutaneous endoscopic gastrostomy; pALS = people with ALS; PLS = primary
lateral sclerosis; PMA = progressive muscular atrophy; PPC = primary palliative care; QOL = quality of life; SPHC = specialized palliative home care; TAIC =
telemedicine-assisted integrated care; TiM = Telehealth in Motor Neuron Disease; IPC = inpatient palliative care; IQR = interquartile range; T0/T2/T4/T6 = base-
line/2/4/6 months. ALS is treated as a progressive neurodegenerative disease. The phrase continuous, progression- or needs-triggered continuity pathway is a
descriptive sublabel within adjacent continuity and does not create a fifth category or alter counts. The final column uses the standardized evidence categories;
companion/secondary reports are retained for distinct information but are not interpreted as independent replication. The disease-by-category distribution is
summarized in Table 4.
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Table 4. Distribution of included reports by disease group and evidence category.

.. Return- . . .
Disease Group Core Tran51t10n Home/Community Ad].acent‘Contmu- Companion/Sec- Total
Evidence . ity Evidence ondary Reports
Re-Entry Evidence
Dementia/ADRD 14 (50.0%) 3 (10.7%) 0 (0.0%) 11 (39.3%) 28
Parkinson’s disease 3 (30.0%) 7 (70.0%) 0 (0.0%) 0 (0.0%) 10
Multiple sclerosis 1 (11.1%) 4 (44.4%) 0 (0.0%) 4 (44.4%) 9
Amyotrophic lat-
fyotrophic i 0 (0.0%) 0 (0.0%) 16 (72.7%) 6 (27.3%) 2
eral sclerosis

Overall 18 (26.1%) 14 (20.3%) 16 (23.2%) 21 (30.4%) 69

Percentages are calculated within disease rows; overall percentages use all 69 included reports as
the denominator. Companion/secondary reports contributed distinct information from overlapping

programs or cohorts and were not interpreted as independent replication.

Respiratory continuity was found to be a dominant ALS mechanism. Home non-in-
vasive ventilation (NIV) telemonitoring was associated with fewer office and emergency
visits and hospital admissions while supporting ventilator setting review [83]. Technical
and clinical tele-assistance studies reported that home-ventilation data, oximetry, nurse-
tutor calls and standardized telephone risk cards could support home monitoring, triage
and escalation after discharge or during home follow-up [84-86]. At-home NIV initiation
with telemonitoring was associated with faster access to ventilation than hospital initia-
tion and provided early adherence and nocturnal oxygenation monitoring [97].

Multidisciplinary and telehealth studies addressed access to specialist ALS care in
the home or community. Case management evidence was mixed: A cluster randomized
trial found no clear additive benefit over established multidisciplinary care, whereas qual-
itative data showed that patients, caregivers and professionals valued proactive home
contact, time, emotional support and navigation when usual care was less responsive or
disease progression was rapid [87,88]. Store-and-forward telemedicine, app-based moni-
toring, COVID-era telemedicine, multidisciplinary video visits and nationwide imple-
mentation of ALS home monitoring and coaching showed that remote models can be fea-
sible and acceptable, but they require workflow integration, usability, caregiver participa-
tion and clear escalation pathways [90-96,98-100].

Palliative and end-of-life continuity formed a further ALS pathway. Home neuropal-
liative and home palliative care cohorts described multiprofessional home visits, respira-
tory and nutritional support, shared planning, symptom monitoring, home death, hospi-
tal avoidance and gradual advance-care-planning conversations [99,101,103,104]. Claims-
based sequence analysis showed that palliative care pathways differed not only by access
but also by timing and service combination; pathways involving specialized palliative
home care and hospice were associated with fewer emergency, hospital and intensive-
care indicators than no palliative care or late inpatient-only palliative care [102]. Qualita-
tive transition evidence added the lived experience of device adoption, caregiver role
change, social isolation, communication loss and the need for earlier information about
future decisions [94].

3.6. Cross-Cutting Care Models, Outcomes and Implementation Themes

The cross-cutting map indicated disease-specific emphases rather than a single uni-
form transition pathway. Dementia/ADRD reports emphasized caregiver-mediated
safety, medication management, documentation quality, home-health risk stratification,
palliative planning, and equity. PD and MS reports emphasized rehabilitation carry-over,
mobility, medication timing, fatigue, self-management, and functional home stabilization.

https://doi.org/10.3390/medsci14040445
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Hospital-to-home or
ki

ALS reports emphasized respiratory, nutritional, technological, and palliative continuity.
Figure 2 organizes these domains and their evidence classifications.

Amyotrophic
Caregiver- et Home-health or Telerehabilitation, ~lateral sclerosis  Palliative-care or

Disease

(1) Dementia/Alzheimer's
disease and related
dementias

skilled-nursing-

Equityor  Row

‘transition support care pathway

i y
carry-over health, or telemonitoring or planning access total

ventilation

(2) Parkinson's disease 2 0 1l 0 5 2 0 0 0 10
(3) Multiple sclerosis a 0 O 1 5 2 0 0 0 9
Hateral sciorosis 0 3 0 1 0 - 4 5 0 22
Column total 9 9 5 7 11 14 a 8 2 okv{t?u
Evidence volume (unique report counts) Evidence stratum (top strip on nonzero cells)

Core transition Return-home or community
2-3 4-5 fng;e f—evidence [ re-entry evidence

Adjacent continuity Companion or secondary
evidence report

Cell values represent unique report counts assigned to the dominant transition-care domain.

Evidence-stratum strips indicate transition proximity or reporting overlap, not methodological quality. This is not an effect-size display.

Figure 2. Evidence map by disease population and transition-care domain. Cell values are unique
report counts assigned to the dominant transition-care domain, with each included report counted
once. Background intensity indicates mapped evidence volume, and the colour strip indicates evi-
dence stratum. The evidence stratum indicates transition proximity or reporting overlap, not meth-
odological quality. Row totals equal the 69 included reports; this is not an effect-size display. Data
are based on the included reports [21,22,24,25,40-104].

Concrete category assignments further illustrate these boundaries. The study of Free-
man et al. [21] was classified as return-home/community re-entry evidence because it ex-
amined the carry-over of inpatient rehabilitation after discharge; the study of Cummings
et al. [40] as core transition evidence because discharge-plan adequacy and readmission
were explicitly anchored to dementia hospitalization; that of Berish et al. [58] as a com-
panion/secondary report because it provided distinct outcomes from the Fam-FFC parent
cohort rather than independent replication; and that of Pinto et al. [83] as adjacent conti-
nuity evidence because home NIV telemonitoring represented ongoing specialist support
without a discrete discharge-defined intervention (Tables 1-3; Supplementary Table S3).

Outcome domains were heterogeneous and were not statistically pooled. Safety and
service use were commonly captured through readmission, emergency department use,
hospital utilization, intensive-care use, falls, adverse events and home-health outcomes.
Rehabilitation outcomes included activities of daily living, walking capacity, mobility,
balance, fatigue, physical activity, goal carry-over and quality of life. Caregiver outcomes
included preparedness, strain, burden, anxiety, depression, satisfaction, role ambiguity,
medication-management confidence and navigation workload. Implementation outcomes
included feasibility, acceptability, fidelity, adherence, technology usability, workforce
burden, cost, access and sustainability. Detailed care-model, outcome-domain, technol-
ogy-enabled continuity, caregiver-role, and methodological-gap mappings are provided
in Supplementary Tables 54-58.

Supplementary Figures S1 and S2 present the proposed, author-derived conceptual
frameworks, organizing the post-discharge trajectory and the disease-specific risks, con-
tinuity mechanisms, outcomes, and gaps. The frameworks were developed through
framework-based synthesis of charted mechanisms, disease-specific risks, transition
stages, and recurrent implementation barriers. Neither represents an empirically vali-
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Number of included studies

-]

14 4

10 4

©
.

dated care model, taxonomy, effect-size analysis, or clinical prediction tool. A component-
to-study traceability matrix is provided in Supplementary Table 59. Most included reports
were published from 2020 onward, with recent growth particularly visible in demen-
tia/ADRD and ALS continuity research (Figure 3).

Disease population

Included studies = 69

Dementia/ADRD = 28 @R Dementia/ADRD
Parkinson's disease = 10 B Parkinson's disease
Multiple sclerosis = 9 10 B Multiple sclerosis

Amyotrophic lateral sclerosis = 22

0 -
1999 2002 2010 2012 2013 2014 2015 2018 2019 2020 2021 2022 2023 2024 2025 2026

Amyotrophic lateral sclerosis

2026: partial year,
search through 11 May

\

4

Publication year

Figure 3. Temporal distribution of included studies by disease population. Stacked bars show in-
cluded reports by publication year and disease group. Counts represent reports, not effect sizes or

methodological quality. The 2026 count reflects the final search update through 11 May 2026.

4. Discussion
4.1. Principal Findings and Disease-Specific Transition Signatures

This scoping review mapped a heterogeneous literature on post-discharge follow-
up, transitional care, return-home support, rehabilitation continuity, and community re-
entry across dementia/ADRD, PD, MS, and ALS. Its main contribution is not to duplicate
disease-specific syntheses, but to compare selected chronic neurological conditions
through a shared framework of transition proximity, continuity mechanisms, caregiver
work, equity, implementation, and reporting overlap. The map suggests that neurological
transition care extends beyond readmission prevention to information transfer, treatment
continuity, preservation of rehabilitation gains, caregiver preparedness, monitoring and
escalation, and accountable linkage with home and community services. These patterns
are descriptive and hypothesis-generating rather than estimates of comparative effective-
ness.

The strongest discharge-anchored conclusions arise from dementia/ADRD, which
contributed most core transition evidence. These reports consistently located caregiver
preparation, medication understanding, discharge documentation, home-health linkage,
and palliative planning within the practical work of hospital-to-home or SNF-to-home
transfer. This interpretation is consistent with broader dementia-transition literature em-
phasizing that transitions are experienced by patient-caregiver dyads and that caregivers
frequently provide the only continuous link across fragmented services [105-108].

PD and MS findings carry a different inferential weight. Most reports addressed re-
turn-home functional continuity or rehabilitation carry-over, not comprehensive dis-
charge pathways. In PD, the mapped vulnerabilities included medication timing, mobility
readiness, falls risk, delirium risk, functional decline, and home-to-home stability; these
observations align with post-discharge home-health and medication-safety literature
[109-114]. In MS, the dominant question was whether rehabilitation gains, fatigue man-
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agement, physical activity, self-management, and participation persisted after inpatient
care, consistent with contemporary rehabilitation and remote-exercise priorities [115-
118]. These findings support development of transition-specific interventions but do not
establish the effectiveness of a unified PD or MS discharge model.

ALS represents the clearest example of adjacent continuity evidence. The mapped
reports support the relevance of home specialist access, respiratory and nutritional moni-
toring, telehealth, caregiver escalation, palliative continuity, and advance care planning,
in agreement with contemporary ALS guidance and reviews [119-123]. Their repeated
activation as function or needs change is captured by the descriptive sublabel continuous,
progression- or needs-triggered continuity pathway. Because this remains within adjacent
continuity, these studies should not be interpreted as direct tests of discharge-model ef-
fectiveness. They instead identify components, feasibility conditions, and escalation func-
tions that future discharge-anchored pathways could incorporate.

4.2. Continuity Mechanisms, Theoretical Alignment, Caregiver Work, and Equity

The mapped mechanisms correspond to established functions in transitional-care
and integrated-care theory. Coleman’s continuity framework and Naylor’s care-span
model emphasize accountable transfer across settings, medication continuity, patient and
caregiver preparation, and timely follow-up [2—4]. Integrated, patient-centred network
care similarly depends on coordination among specialists, rehabilitation professionals,
primary care, and community services [10]. Within the Medical Research Council frame-
work for complex interventions, the observed mechanisms can be understood as interact-
ing components whose effects depend on context, implementation, and recipient capacity
[124]. This theoretical alignment supports their use as organizing constructs for future
study, but it does not validate the author-derived conceptual model.

Several mechanisms appeared genuinely cross-cutting. Information transfer, medi-
cation or treatment continuity, caregiver preparedness, rehabilitation carry-over, moni-
toring and escalation, home-health or community linkage, and equity/access considera-
tions recurred across disease groups, although their content differed by trajectory. Dis-
charge documents, medication lists, referrals, rehabilitation goals, palliative plans, and
escalation instructions must be understandable and actionable for the people who use
them. In PD, medication continuity included precise dopaminergic timing; in demen-
tia/ADRD, it required caregiver-facing plans for safe administration; in ALS, it included
respiratory and nutritional support that could be monitored and adjusted at home. In PD
and MS, rehabilitation gains often required home exercise, coaching, outpatient support,
mHealth, telecoaching, or community linkage to become sustained daily performance.

Disease-specific features indicate that a single generic continuity model is unlikely to
be sufficient. Dementia/ADRD models must account for cognitive impairment, caregiver-
mediated safety, documentation quality, medication support, home-health access and pal-
liative planning. PD pathways require attention to medication timing, mobility readiness,
falls and delirium risk, and home-to-home stability. MS pathways should address fatigue,
rehabilitation carry-over, participation, self-management and the capacity-to-perfor-
mance gap after inpatient rehabilitation. ALS pathways require respiratory/NIV monitor-
ing, nutritional support, telemonitoring, equipment management, palliative continuity,
advance care planning and caregiver escalation. These differences help explain why fu-
ture systematic reviews will need more standardized transition anchors and outcome do-
mains before meaningful effectiveness synthesis is possible.

Caregiver work was prominent in dementia/ADRD and ALS and was also relevant
in advanced PD and MS. The included evidence shows how access constraints may enter
the pathway: Dementia discharge-plan adequacy was compromised when resources were
unavailable or unaffordable [40]; claims analyses identified differences by race/ethnicity,
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dual eligibility, and home-health agency quality [56,65]; and when Latino caregivers de-
scribed culturally shaped roles, ambiguous responsibility, and dissatisfaction with ge-
neric resources [66]. Fam-FFC reports included racially diverse samples, but small un-
derrepresented groups were not analysed separately, and race or education were gener-
ally covariates rather than prespecified equity outcomes [57,58]. Other reports relied on
caregiver-reported outcomes without measuring financial strain or broader social deter-
minants [59]. In ALS, discomfort with smartphone/video use [93], and in a Dutch moni-
toring program the high internet-use context [96], signalled digital-access and generaliza-
bility constraints rather than formal equity analyses. PD, MS, and ALS studies rarely
tested differential reach, uptake, burden, or outcomes across socioeconomic, geographic,
linguistic, cultural, disability, or caregiver-capacity strata.

For clinicians, discharge planners, and health systems, neurological transition plan-
ning should combine disease-specific continuity checklists with caregiver-facing infor-
mation, medication or treatment reconciliation, rehabilitation carry-over plans, prede-
fined monitoring and escalation routes, and early linkage to home-health, rehabilitation,
respiratory, nutritional, or palliative services. Table 5 translates these mapped mecha-
nisms into minimum actionable components while retaining disease-specific and equity
safeguards.

Table 5. Actionable recommendations for neurological transition care by stakeholder.

Stake- Minimum Actiona- . e Implementation and Eq- Supporting Included
Disease-Specific Examples . .
holder ble Components uity Safeguards Evidence

Dementia/ADRD: Medication
Reconcile treatment; and behavioural symptom plan. Adapt for cognition, lan-
use teach-back; doc- PD: Exact dopaminergic timing, guage, health literacy,
ument risks and es-  adherence, mobility and falls. =~ communication disability [24,25,45,48,58,74,77,8

Clinici
ticians calation thresholds; MS: Fatigue plan and home ex- and device access; offer 0,81,83,95,99]
arrange early follow- ercise. ALS: NIV, nutrition, written, telephone and
up. equipment, symptom escalation in-person alternatives.

and advance care planning.

Name the accounta-

ble patient/caregiver

and contact; record
Discharge origin, destination,
planners treatment changes,

Dementia/ADRD: Caregiver
plan and home-health linkage.
PD: Medication timetable and
mobility supports. MS: Portable
rehabilitation goals. ALS: Res-
piratory, equipment, nutrition
and palliative referrals.

Assess caregiver capacity,

affordability, local service

availability, transport, [40,42,44,51,55,60,63,7
cultural and linguistic 4]

needs, and likely gaps be-

fore discharge.

follow-up, referrals,
preparedness and re-
quired resources.

Assign a coordina-
tor/champion; enable Audit uptake and out-
comes by socioeconomic,
racial/ethnic, linguistic,
geographic, disability
and caregiver-capacity
strata; fund access sup-

Integrate dementia naviga-
tion/home health, PD medica-
tion safety, MS rehabilitation
aftercare, and ALS respira-
tory/telehealth/palliative escala-
tion into accountable pathways.

interoperable rec-
ords and cross-set-

Health sys- . .
ting referral; monitor

tems

[43,56,57,65,66,89,93,9

6,99,102]
reach, outcomes,

burden and sustaina-
bility; maintain non-
digital routes.

ports.
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4.3. Strengths, Limitations and Future Directions

Strengths include a prospectively registered protocol, PCC-based eligibility,
PRISMA-ScR-informed reporting, broad database searching, independent screening, ver-
ified data charting, disease-specific evidence tables, and an explicit evidence-classification
framework. The cross-disease approach enabled shared continuity functions to be identi-
fied while preserving distinctions among core transition, return-home, adjacent, and com-
panion evidence.

The review also has important limitations. Transition anchors, disease stage, inter-
vention dose, comparator design, follow-up duration, and outcome measurement were
heterogeneous. Formal risk-of-bias assessment and certainty grading were not under-
taken, so the map cannot establish the reliability or magnitude of intervention effects. The
evidence categories indicate transition proximity and reporting overlap, not methodolog-
ical quality, sample size adequacy, comparator strength, or certainty; absolute counts
should therefore not be interpreted as evidence strength. Companion and secondary re-
ports enriched mechanistic interpretation but may overrepresent particular programs.
The exclusion of grey literature and non-English reports may have introduced selection
bias, especially because service-delivery models are often reported in local policy docu-
ments, implementation reports, theses, or non-English health-system literature. Excluded
studies and inaccessible reports may contain alternative perspectives on service organiza-
tion or equity. Although the continuous, progression- or needs-triggered sublabel im-
proves the description of ALS, it does not convert adjacent evidence into direct discharge-
model evidence. Participation, caregiver workload, equity, implementation cost, and
long-term community stability were often undermeasured.

Future studies should define the transition origin, destination, and intervention start
point; specify active components, dose, personnel, caregiver role, and escalation rules; use
shared outcome domains and longer follow-up; and report equity and implementation
measures. Dementia/ADRD research should prioritize dyad-centred discharge models;
PD research should test medication-safety and mobility-readiness pathways; MS research
should evaluate structured rehabilitation aftercare; and ALS research should embed res-
piratory, nutritional, telehealth, and palliative components within explicitly discharge-
anchored designs. Future systematic reviews and trials will require standardized out-
comes, comparable follow-up periods, stronger comparators, and clearer reporting of in-
tervention components.

Equity-focused research should prespecify recruitment and subgroup analyses by
race/ethnicity, socioeconomic position, rurality or travel burden, language, health and
digital literacy, disability and communication needs, caregiver availability, and insurance
or service entitlement. Studies should report who is approached, enrolled, retained, and
able to use each delivery mode; compare digital, telephone, in-person, and hybrid options;
and measure affordability, equipment and broadband access, interpreter or accessibility
support, caregiver time and financial strain, and differential outcomes. Community-based
participatory design with patients and caregivers from underrepresented groups should
inform adaptation. Implementation evaluations should use equity-sensitive reach, adop-
tion, fidelity, burden, and sustainability indicators and test whether resource navigation,
loaned technology, transport, language-concordant materials, or alternative non-digital
pathways reduce observed gaps.

5. Conclusions

The mapped evidence suggests that return home after neurological hospitalization,
rehabilitation, or specialist care is a clinically vulnerable trajectory rather than a single
administrative event. Across diseases, recurrent continuity functions included caregiver
preparation, medication or treatment continuity, rehabilitation carry-over, home-service
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linkage, monitoring and escalation, respiratory and nutritional support, palliative conti-
nuity, advance care planning, and equitable access. Their apparent recurrence does not
establish comparative effectiveness because the underlying evidence was heterogeneous.

The empirical map was disease specific. Dementia/ADRD provided the most direct
discharge-anchored evidence; PD and MS mainly informed functional return home and
rehabilitation continuity; and ALS primarily informed adjacent home-based specialist,
respiratory, telehealth, and palliative continuity. Conclusions should therefore retain the
inferential distinctions created by the evidence-classification framework.

The proposed conceptual frameworks in Supplementary Figures S1 and S2 are au-
thor-derived syntheses of mapped findings, not empirically validated models, taxono-
mies, or clinical prediction tools. They organize hypotheses about how continuity mecha-
nisms may interact across settings and disease trajectories; Supplementary Table S9 makes
their study-level basis explicit. Prospective studies should test these mechanisms using
explicit transition anchors, stronger comparators, standardized patient and caregiver out-
comes, longer follow-up, and equity-sensitive implementation measures.

Supplementary Materials: The following supporting information can be downloaded at
https://www.mdpi.com/article/10.3390/medsci14040445/s1. The combined supplementary file con-
tains the PCC-based methodological framework and operational subtables in Supplementary Table
S1 (S1A-S1H). Supplementary Table S2 reports the search yield audit; Supplementary Table S3 in-
cludes the disease-by-category distribution and study-level evidence classification; Supplementary
Tables S4-S8 provide the care model taxonomy, outcome-domain map, technology-enabled conti-
nuity models, caregiver role framework, and methodological gap map; Supplementary Table S9
provides component-to-study traceability for the proposed frameworks; and Supplementary Fig-

ures S1 and S2 present the proposed conceptual frameworks.
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